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Abstract
BACKGROUND: Devising therapy strategies for the care of a malignant fungating wound caused 
by cancer presents significant challenges to patients, their informal carers and health care 
professionals. Good management of malignant fungating wounds is important as such wounds can 
have significant physiological and psychological and emotional consequences and impact on 
quality of life.
AIM OF STUDY: This study aims to examine the lived experiences of women with a malignant 
fungating breast wound and their informal carers.
METHODOLOGY AND METHOD: To explore the lived experiences a methodological framework of 
the Heideggerian hermeneutic phenomenological approach was used. Semi-structured interviews 
were conducted with nine women and six informal carers. Van Manen’s hermeneutic analysis was 
used to analyse the data.
RESULTS: Together the women and their carers had to learn how to live with an unbounded body 
as the wound became the centre of their life. The women and their carers report on the 
unpredictability, and uncontrollability of the wound due to symptoms such as malodour, bleeding, 
exudate, pain and itching. All the women and their carers developed strategies to bring the wound 
symptoms under control. Various methods were adopted often using inadequate products of the 
medicine chest or alternative medicine products. There were also psychosocial consequences to 
deal with such as embarrassment due to odour and exudate as well as the visibility of the wound, 
which was a constant reminder of having cancer. The loss of control of the body boundary due to 
uncontrollable symptoms led to significant levels of distress and suffering for both the women and 
their carers.
CONCLUSIONS AND IMPLICATIONS FOR PRACTICE: This study contributes to understanding 
that the care of women and their informal carers needs strategies that are integrated in a palliative, 
holistic, empathie approach. In particular skills for palliative wound care among medical and 
nursing staff need to be developed as the women and their carers report a lack of information and 
advice about how to manage the wound as well as the physical limitations and psychosocial 
consequences of struggling to maintain the boundedness of the body.
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Chapter 1 Background and context
Current evidence at a European level (Eurocare 4 2010) identify that there has been considerable 
improvements in survival for patients with cancer, however, for some this is still an aggressive 
disease (Singletary and Cristofanilli 2008) resulting in malignant fungating wounds and advanced 
disease symptoms such as pain, fatigue and psychological distress. In 2006 in Europe, there were 
an estimated 3,191,600 cancer cases diagnosed and 1,703,000 deaths from cancer. Women with 
breast cancer make up a large proportion of these with 429,900 cases of breast cancer which, 
accounts for 13.5% of all cancers, making it the most common form of cancer in Europe (Ferlay et 
al. 2007). Improvements in screening and treatment have reduced breast cancer mortality in 
Europe by 19% from 1989 to 2006 (Autier et al. 2010). In Switzerland the incidence in breast 
cancer is similar to that of Europe with 26 222 new cases diagnosed between 2003 and 2007 
making an average of 5244 cases per year which represents 32% of all cancer cases 
(Swiss_Association_of_Cancer_Registries 2010).The disease of breast cancer often occurs in 
women who are in good health and mostly without any previous illness. After the diagnosis they 
are confronted with a life threatening illness, that changes their own life and that of their families 
quickly and fundamentally (Schmid-Buchi et al. 2005). Those with advancing disease can now live 
for long periods; introducing palliation and symptom control are therefore key challenges for clinical 
care.
Most patients perceive cancer as an existential threat whilst they will be aware of their own 
mortality. This can trigger fear and emotional distress (Mast 1998). The psychosocial burden of the 
disease and its treatment requires from the affected women and their families tremendous coping 
strategies. Further invasive therapies and treatments with side effects can affect additionally 
impact on the quality of life and have a strong influence on social contacts (Sammarco 2009; 
Chrisman 2010). The disease can disrupt especially within younger women the whole focus of life. 
Siddiqi et al. (2009) report in their study where two randomised trials were taken to examine 
interventions for the management of cancer patients’ symptoms that amongst other things breast 
cancer patients showed large variations in their symptom severity (Siddiqi et al. 2009). Women
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with advanced cancer therefore have to face many challenges and experience multiple disease 
and treatment-related symptoms as they move into the palliative stages of their illness (Kim et al. 
2008; Skerman et al. 2009).
The disease does not affect women alone and most of the time they are accompanied and cared 
for by their families, spouses, or friends in a domestic or social setting. In this thesis I use the term 
‘informal carer’ which is used by policy makers and by social scientists to identify people that 
undertake unpaid care for someone else in the domestic domain who need extra help with daily 
living, because they are ill (Thomas et al. 2002). The informal carers often take a vital role in the 
care of their ill loved-ones (Beaver et al. 2007) and are profoundly affected when one member is ill 
with cancer. Living with and caring for the patient can impose considerable burdens for example 
psychological, work or physical health issues (Spichiger et al. 2010). For a minority of women with 
advanced breast cancer there is the development of a malignant fungating wound with 
approximations of prevalence from 2-5% (Grocott 1999; Lund-Nielsen et al. 2005) which results in 
the need for palliation. This wound can be a constant physical reminder of disease resulting in 
psychosocial and emotional distress and this is the focus of this dissertation.
1.1. Palliative care and the advanced cancer disease management
Palliative care is derived from the philosophy and ideology of hospice care and has the purpose of 
improving the quality of life for both patients and their families facing the problems associated with 
a life-threatening illness (WHO 2010). Improving quality of live requires the appropriate 
management of symptoms, preventing suffering and providing psychosocial and spiritual support 
(Choi and Billings 2002; Krisman-Scott and McCorkle 2002). The literature describes four 
important attributes of palliative care (Meghani 2004; Pavlish and Ceronsky 2009) (see Table 1).
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Antecedents of 
palliative care
Attributes of palliative care Consequences of 
palliative care
Acute or progressive 
terminal or potentially 
terminal illness
I otal patient rare
H  =
tffcctive
communication
•  Advance care 
planning
•  Î  Coping
•  Relief of suffering
•  Î  Quality of life
•  Healing of 
relationship
•  Effective closure
•  Improved 
bereavement 
outcomes
Table 1: Antecedents, attributes and consequences of palliative care (Meghani et al. 2004, p.157).
These attributes include total active and individualised patient care, support for the family, an 
interdisciplinary team approach and effective communication. As part of this model of palliation the 
following attributes are defined:
a) Total, active and individualised patient care is based on a comprehensive symptom 
management. The goal of which is to reduce suffering to enhance the physical, emotional, 
social spiritual and relational aspect (Roy 2000).
b) The next attribute is family support. Lynn (2001) suggests in his paper that in palliative care 
patients and their families is a unit of care. Furthermore Lynn highlighted that the support of 
the family is pivotal especially if the disease is advanced, the patients’ needs therefore 
determine the palliative care continuum. Examples of the issues identified in palliative care 
in relation to families are problems like fear of losing a loved one, anxiety of managing 
medications or emotional burden (Lynn 2001). Palliative care can offers support to patients 
and their families in this difficult situation and offers to reconcile conflicts or heal 
relationships (O'Connor 2009).
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c) Fundamental to this model is the need to work multi-professionally and interdisciplinary 
understanding the breadth of clinical perspectives of the patients’ illness so that the patient 
can experience a total patient-centred approach to palliative care (Pavlish and Ceronsky 
2009; Woo and Sibbald 2010).
d) Furthermore as part of this interdisciplinary approach effective communication is important 
between the patient, family and the health care professionals so that advance care planning 
can be possible (Friedman 2001). Good communication about prognosis, care planning and 
treatment goals is required to provide good palliative care to patients and their families 
(Meghani 2004).
This model provides a useful framework to explore how palliative care and advanced disease 
symptoms such as malignant fungating wounds can be explored in a wider and more palliative 
context.
According to Banning (2007) achieving the goal of palliative care in patients with advanced cancer 
might be difficult as they experience a diverse and complex cluster of symptoms which can prove 
difficult to assess and manage. Some symptoms like nausea and fatigue may be difficult to 
recognise in patients as they are not visible (Banning 2007). Patients for example with metastatic 
breast cancer require palliation of symptoms to improve health-related quality of life and to make 
remaining life as active and healthy as possible (Keating and Jarvis 2001; Davies and Sque 2002). 
Furthermore Keating et al. (2001) identifies that women with advanced metastatic breast cancer 
may continue to have therapies in acute care either through non-pharmacological interventions like 
radiotherapy or surgery; pharmacological interventions like hormonal therapy or chemotherapy or 
other palliative treatments like infusions of bisphosphosphonate to manage bone disease. These 
may mean that patients may not experience palliative care.
Consequently women presenting with a malignant fungating wound should experience palliative 
care. According to Grocott (2010) palliative wound care is often delayed for patients that have a 
long-term illness with skin and wound problems who have palliative care needs. Palliative wound 
care is more complicated and presents significant challenges than the care of another chronic
14
wound (Grocott 1999; Wilson 2005). Health care professionals who are providing malignant 
fungating wound care must have a firm grasp of for example wound healing, pathology of the 
tumour, knowledge about wound dressing and the broader palliative care skills (Haynes and Watt
2008).
1.2. Malignant fungating wounds
A malignant fungating wound is an infiltration of the tumour or the metastasis into the skin and the 
afferent blood and lymph vessels (Grocott and Cowley 2001; Young 2005). Unless the malignant 
cells are under control, either through chemotherapy, radiotherapy or hormone-therapy, the 
fungation spreads out and as a consequence it evokes damage at the wound site through a 
combination of the loss of vascularity, proliferative growth and ulceration (Grocott 2000; Mortimer 
2003). Women can present at initial diagnosis with a malignant fungating wound highlighting the 
psychosocial impact of the disease (Boon et al. 2000) and how women might hide from the reality 
of the cancer. It has not been established whether this is due to embarrassment about their 
appearance, such as exudate leakage, or the unpleasant odour of the wound, or due to the fear of 
being diagnosed with cancer.
1.2.1. Number of patients with a malignant fungating wound
It is difficult to determine accurately the number of patients being treated for malignant fungating 
wounds. There are no exact statistics of malignant fungating wounds across Europe as their 
incidence rates are not recorded in population-based cancer registers (Grocott and Cowley 2001). 
Most data are based on estimates made within a given population (Ivetic and Lyne 1990). A 
systematic review of the frequency of cutaneous involvement was undertaken by Lookingbill et al. 
(1990). They reported a rate of five percent of patients with cancer having a malignant fungating 
wound at diagnosis; however this is data based on studies from the late 1980s when treatment 
was very different. The researchers reviewed patient charts over a ten years period at a medical 
centre in the United States of America (USA) (Lookingbill et al. 1990). In a later study the same
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authors published with the same data a frequency of 10.4% (Lookingbill et al. 1993). This number 
was calculated as a percentage of metastatic cancers including melanomas. Another study that 
included intact cutaneous lesions but excluded melanomas reported an incidence rate of 5.3% 
(Krathen et al. 2003) and Alvarez et al. (2007) described a prevalence rate of almost 7% (Alvarez 
et al. 2007). A survey undertaken by Thomas (1992) of the prevalence of malignant fungating 
wounds is often cited in the literature. He used information collected retrospectively from 
radiotherapy and oncology units, and reported a monthly total of 295 patients with metastatic skin 
involvement with a projected annual figure of 2417 patients in the UK experiencing a malignant 
fungating wound with a prevalence of 5-10% depending on disease. Data were also presented 
concerning the location of the cancer. The most frequent area was the breast (62%), followed by 
the head and face (24%), the genitals, groin and the back (3%) and other areas (8%) (Thomas 
1992). In Canada, Maida et al. (2008) reported a prevalence rate of 14.5% (Maida et al. 2008). 
This study included other types of malignant wounds such as nodules, induration, malignant ulcers, 
zosteriform lesions and mixed patterns. In 2009 as part of the preliminary work for this research 
project the author carried out a survey, in Switzerland, exploring, the prevalence. Nurses reported 
a prevalence of malignant fungating wounds of 6.6%. The most frequent area was, as in Thomas’ 
survey, the breast at 49.3% followed by the neck (20.9%), chest (17.6%), extremities (16.6%), 
genitalia (16.6%), head (13.5%) and other (1.7%) However, this data was based on self-report 
rather than prospective data, (see also in Part 2, Clinical Academic Paper).
In summary it is probable that over five percent of the patients with cancer develop a malignant 
fungating wound, however with increasing life expectancy with advanced disease and changing 
cancer therapy this may be increasing. (Lo et al. 2008) (Haisfield-Wolfe and Baxendale-Cox 1999).
1.3. Motivation for choosing the topic
This dissertation was motivated by a desire to describe, understand and give meaning to the 
experiences of patients and their informal carers living with a malignant fungating wound. 
Furthermore I noticed that during my daily work the numbers of malignant fungating wounds are
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raising and I observed that the management of malignant fungating wounds is not well conducted 
or understood in clinical practice (see “Part 1: Overview of the integration of knowledge, research 
and practice). Not only the physical aspects of wound care are poorly understood in Switzerland 
but the psychological needs are often underestimated, as well as the experiences of their informal 
carers I decided to address my doctoral theses to this subject.
1.4. Focus of the thesis
The purpose of this phenomenological study presented in this thesis is to describe, understand and 
give meaning to the experiences of patients and their informal carers living with a malignant 
fungating wound. A ‘lived experience’ encompasses meanings derived from being in the world. It is 
essential to discover this meaning to provide quality individualised care. Understanding the 
phenomena of living with a malignant fungating wound is crucial to providing and planning care for 
a patient within a palliative care context so that the overall quality of life can be enhanced for these 
individuals and their informal carers.
1.5. Outline of remaining chapters
A critical review of the literature is provided in chapter 2. Identifying existing evidence, current 
research and the gaps identified in managing care for women and their carers when suffering from 
a malignant fungating wound Chapter three explains the principles of the methodological approach. 
This approach is set within the phenomenological philosophy discussed by Heidegger. The 
phenomenological methodology was chosen to capture the experiences of the participants and the 
researcher. Furthermore I present a rationale for the use of van Manen’s (1990) interpretative 
phenomenological method to analyse my data. I discuss further methodological challenges in cross 
-  language translation and analysis.
Chapters four and five, consist of the results of the interviews with patients and their informal
carers. Four categories were identified namely “having simply to deal with the situation”, “no one
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helped me”, “having this problem is very embarrassing” and “putting up with the wound recovery”. 
Chapter five reveals the categories related to the informal carers these were: “challenge as a lay 
person managing the wound”, “not getting much help”, “wound put stamp of course on everyday 
life” and “caring a great deal for her”. The patients and their informal carers both shared the theme 
“need for professional support”.
Chapter six provides a discussion of the results relating this back to previous research and 
identifying future directions leading to chapter 7 the conclusion with the implication for practice. 
The clinical implications of working with patients with an unbounded body are discussed in light of 
the data. I explore how care of women and their informal carers’ needs strategies that are 
integrated into a holistic, empathie approach, in which skills for palliative care are enhanced.
18
Chapter 2 Literature review
The focus of study for malignant fungating wounds in the majority has been the management of 
these wounds, with over 50 papers, mainly clinical reviews, exploring the nature of wound 
dressings and their application. These papers highlight the need for thorough assessment in order 
to provide effective wound management, considering the importance of physical, psychological and 
social needs. This means that these are clinical reviews rather than research evidence. Many 
authors recognise that there is a lack of robust methodologies to measure the efficacy of malignant 
fungating wounds and that there are limitations to the current approaches to wound management 
(Laverty 2003; Piggin 2003; Goode 2004; Piggin and Jones 2007). Therefore most guidelines on 
malignant fungating wounds are developed through experience rather than being based on clinical 
research (Alexander 2009). One area that reflects on assessment and management but is less well 
defined in the literature is the experience of those with malignant fungating wounds and those who 
care for them at home. In qualitative research more literature and research themes develop as the 
data emerges. Therefore this literature review will explore the context of malignant wound 
provision, the symptoms and the research on their experiences thus defined.
2.1. Literature searching strategies
The following search strategy was utilised for this review, using text and keyword and MESH terms 
in each database of the following MEDLINE, CINAHL, and the Cochrane Library. The MeSH 
headings used for the retrieval of publications included:
1. malignant fungating wound(s)
2. fungating wound(s)
3. malignant wound(s)
4. experience
5. lived experiences
6. caregiver
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7. carer
8. relative
9. spouse
10. informal carer
11. palliative wound care
12. malignant wounds and symptoms
13. malignant wounds and palliative care
Further articles were found via cross-referencing papers (Dickersin et al. 1994; Cook et al. 1997). 
A total of 52 papers were found in the categories defined below.
Themes Potentially relevant hits Proportion o f research 
meeting criteria in %
Wound management 20 10% (n=2)
Symptoms 25 4% (n=1)
Experiences 6 100% (n=6)
Carers 1 0%
Table 2: Themes, potentially relevant hits, proportion of research meeting the criteria
2.1.1. Inclusion criteria
The following inclusion criteria were used in the selection of studies.
- The sample of the participants corresponds to malignant fungating wounds
- Qualitative and quantitative research methods
- Descriptive, experimental and quasi-experimental designs
- Published literature and research reports from 2000 until 2010 in English, German, French 
and Italian.
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Literature older than 2000 was excluded as in the last decade there has been further development 
in wound care products and disease management and so the lived experiences of malignant 
fungating wounds in patients and their informal carers have changed.
2.1.2. Literature reviewing process
The articles were firstly sorted by their titles and abstracts in terms of the inclusion criteria (see 
above). The selected literature was critically reviewed using the criteria of the study reported 
(Hulley et al. 2001) (see table 3), and the 10 questions to help make sense of qualitative research 
after the Critical Appraisal Skills Programme (CASP) (Public_Health_Resource_Unit 2006) (see 
table 4).
Element Purpose
Research questions What questions will the study address?
Significance (background) Why are these questions important?
Design
- Time frame
- Epidemiologic approach
How is the study structured?
Subjects
- Selection criteria
- Sampling design
Who are the subjects and how will they be 
selected?
Variables
- Predictor variables
- Confounding variables
- Outcome variables
What measurements will be made?
Statistical issues
- Hypotheses
- Sample size
- Analytic approach
How large is the study and how will it be 
analysed?
Table 3: Outline of the study protocol after Hulley et al., (2001)
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1. Was there a clear statement of the aims of the research?
2. Is a qualitative methodology appropriate?
3. Was the research design appropriate to address the aims of the research?
4. Was the recruitment strategy appropriate to the aims of the research?
5. Were the data collected in a way that addressed the research issue?
6. Has the relationship between researcher and participants been adequately considered?
7. Have ethical issues been taken into consideration?
8. Was the data analysis sufficiently rigorous?
9. Is there a clear statement of findings?
10. How valuable is the research?
Table 4: 10 questions to help make sense of qualitative research after the Critical Appraisal Skills 
Programme (2006).
2.2. Findings of the Review
Seven research studies met all the inclusion criteria with patient experience for the review. Apart 
from these studies, quantitative or mixed methods and survey research predominated. Two studies 
used mixed methods, one study used a phenomenological approach, one a thematic analysis 
drawn from grounded theory and one study used a longitudinal multiple case study design. 
Although these studies reflect wound management these give a useful context to understand what 
is known but also how experience reflects on the perceived success of the wound management 
and surrounding symptoms.
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2.2.1. Synthesis
2.2.1.1. Wound management of malignant fungating wounds
Patients in a palliative situation are vulnerable to tissue break down that may not always be 
prevented (Woo and Sibbald 2010).. Due to that there is little evidence about the palliative 
management of patient with a malignant fungating wound most of the literature has been based on 
the method of problem solving (Benbow 2009) and is summarised in appendix 1.
Lund Nielson and colleagues (2005) investigated the experiences of twelve patients with breast 
cancer and a malignant fungating wound (Lund-Nielsen et al. 2005). Their exploratory research 
was in an intervention study concerned with finding out about specific information on wound care 
products and the researchers were interested in the patients’ physical and psychological needs 
such as femininity, sexuality and social relations. The researchers used mixed methods using 
semi-structured interviews. Twelve women with advanced breast cancer were interviewed. The 
focus of the interviews was on the impact of the wound on their day-to-day life. Of the twelve 
participants, five were treated with chemotherapy, four with anti-hormonal therapy and three had 
reached the end stage of life. Piggin and Lo (2007, 2008) similarly reported malodour, bleeding 
and seepage in relation to the dressings used (see appendix 1). It is reported that malodour 
affected the women in avoiding social contacts before the intervention. Two types of malodour are 
described. One originated from the ordinary wound liquid and the other was the smell of decay. 
However, after the treatment with charcoal dressings in combination with a foam dressing with an 
adhesive border, malodour was less significant than before the treatment and that encouraged 
them to resume social activities. Only one person in the study reported a problem with bleeding. 
Leaking was a major problem for all participants. Here a foam dressing with an adhesive border in 
combination with an alginate product was found to be the best solution. The authors highlight the 
individual nature of dressing approach with a wider symptom management.
Another study was exploring the experiences of patients with advanced uterine cancer and a 
malignant fungating nodule in the groin (Grocott and Cowley 2001). Grocott et al. (2001) studied
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the palliative management of malignant fungating wounds using a longitudinal multiple case study 
design. The aim was to explore individual experiences of malignant fungating wounds as well as to 
establish how selected dressing materials control wound-related symptoms and reduced the 
impact of such wounds on daily life. Further this study explored the introduction of a new dressing 
system generated from individual needs and studied the effects on symptom control and impact on 
the wound on daily life. The explanation of dressing performance focused on exudate 
management. The methodology was innovative and was generated through three phases: quasi- 
experimental design, emergent collaborative design and emergent theory-driven evaluation. The 
data obtained was from 45 participants where the data were structured under seven different 
dressing management systems. Further new materials were evaluated by eight out of the 45 
participants. The selection criteria of the participants are not stated. Problems were characterised 
through wound assessment tools and the TELER™ indicators (Treatment Evaluation by A Le 
Roux’s Method). The impact of these wounds on individual patients was described as they were 
too tired to maintain the same frequency and level of dressing changes during day and night. 
Further data on the extent of the soiling from the leaking of exudate were provided.
Clearly in this study the patients could not achieve their personal goals as there was a lack of 
efficient dressings. The dressing performances were described, but no information was given 
about gender, or the locations of the wounds. This would be useful, as the experiences of females 
and males could differ, depending on the stage of the wound and the location of the wound. 
Furthermore Grocott demonstrated that Winter’s moist wound healing concept (Winter 1962) may 
not take into account the differences in management of malignant fungating wound. Winter (1962) 
developed his theory based on a study by creating multiple small partial thickness wounds on the 
backs of pigs and that wounds that had been covered by polymer film, epithelialised twice as 
quickly as the wounds exposed to air (Winter 1962). As stated Winter’s theory amounts to 
épithélisation in a healing wound and refers not the other wound recovery phases or the 
differences in pathophysiology of malignant fungating wounds. The goal of managing malignant 
fungating wounds is palliation and not to heal them. Due to the uncontrolled disease malignant
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fungating wounds are deteriorative and exudate has to be controlled and removed. The results 
from Grocott’s work demonstrate that there was a pivotal relationship between the wound 
dressings and the wound-related symptom exudate. This evoked problems like maceration 
including psychological impact. Moreover the results highlight that the uncontrolled loss of exudate 
caused the patients embarrassment, lifestyle restrictions, social stigma and revulsion. Similar 
finding are reported by Lo et al. (2008) and by Piggin et al. (2009/2007) (appendix 1).
Woo & Sibbald (2010) describe in their clinical review of studies with the aim of enhancing the 
clinician’s competence in providing local wound care for palliative and malignant fungating wounds 
that in taking care of such a wound a systematised and comprehensive approach is required. Local 
wound management must address key symptoms including haemorrhage, odour, exudate and 
superficial infection that was named HOPES (haemorrhage, odour, pain, exudate and superficial 
infection). The key areas that emerge from this research literature are the differences required in 
managing a complex malignant fungating wound to that of normal wounds and the importance of 
symptom management. These experiences link back to palliative care.
2.2.1.2. Symptoms in malignant fungating wounds
One of the biggest problems identified in clinical reviews on malignant fungating wounds is 
symptom management. It is stated in many of the studies that it is as challenging for patients, 
informal carers as health care professionals (Piggin and Jones 2007; Lo et al. 2008; Probst et al. 
2009). The most common physical symptoms of malignant fungating wounds that are cited in 
studies are that of: malodour, exudate, pain, bleeding and itching (Grocott 2007; Probst 2010). 
Maida et al. (2009) conducted a prospective sequential case series of palliative medicine 
consultation study with the aim of qualifying the prevalence of malignant fungating wounds and 
wound symptoms in cancer patients at the point of referral. Further they were looking at the 
relationship between wounds and age, gender, the Palliative Performance Scale, diagnosis and 
the anatomic site. The data were collected through patient’s own reports and were analysed. 67 
patients with a malignant fungating wound were included 67.7% of these patients experience one 
or more wound related symptoms. Pain was most common symptom reported with 31.2% followed
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by exudate (14.6%), odour (10.4%), itching (5.2%), bleeding (4.2%) and other symptoms like 
crusting. It was denoted that 28.4% of the wounds were symptom free (Maida et al. 2009). This 
study was conducted in palliative health care facilities in Toronto, Canada and gives a good insight 
of the percentage of wound related symptoms (appendix 1).
Most of the literature describes how the symptoms are caused and might be treated are clinical 
reviews and other useful resources like web-based resources to guide symptom control. A brief 
overview of the common physical symptoms identified in these reviews (malodour, exudate, pain, 
bleeding and itching) is explored in the following section:
Malodour, although a small part of the overall cancer experience with malignant fungating wound, it 
is one of the most distressing symptoms for patients, informal carers and health care professionals. 
Alexander (2009) describes in her literature review that wound odour is one of the most difficult 
symptoms to manage. This odour is linked to the smell of rotting meat (Price 1996). Price’s work 
about stigma and smell is demonstrated with the help of a breast cancer patient where she 
highlighted the psychological impact on patients of odour from malignant fungating wounds.
Exudate is another dominant issue for patients and their families. This symptom is related to 
another wound related symptom such as malodour, bleeding, pain and maceration as well as 
psychological issues (Grocott 1999). Malignant fungating wounds produce a moderate to large 
amount of exudate. A wound may produce up to a litre a day and such quantities are very difficult 
to manage. To manage such an exuding wound necessitates frequent dressing changes and there 
is an increasing risk of maceration and malodour may not be eliminated in an effective way 
(Grocott 1999; Naylor 2002). Physical pain in malignant fungating wounds is described in the 
literature as a complex phenomenon and may be caused through pressure of the tumour on other 
body structures, damage to the nerves caused by swelling resulting from impaired capillary and 
lymphatic drainage, infections, exposure of dermal nerve endings or a mismanaged change of 
wound dressings (Grocott 2007).
Bleeding, another frightening wound related symptom is due to the abnormal vasculature of the 
tumour. A malignant fungating wound may bleed easily. Most of the bleeding occurs when the
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dressing is changed. Naylor (2005) describes in his guide to wound management in palliative care 
that bleeding may resist haemostasis. Catastrophic bleeding is possible if the advancing tumour 
erodes a major blood vessel (Naylor 2005).
Itching can be a very inconvenient symptom of advanced cancer and may be caused when free 
nerve endings area subjected to irritation at the dermo-epidermal border. The patient may 
experience itching more intensely in response to heat, fear, dehydration or 
boredom(Neuenschwander 2006). Much of the literature on symptoms as a result of malignant 
wounds are not research based but based on experience this highlights the breadth of patient’s 
experience which is not just confined to the dressing but the broader palliation and experience.
2.2.1.3. Experiences of patients with malignant fungating wounds
Experiences of people encompass the understanding of particular phenomenon and this 
understanding reflects the perceptions and views of these people (Smith et al. 2009). In the 
literature there are only six studies that explore the experiences of patients living with a malignant 
fungating wound (appendix 1).
One study explored the meaning and the lived experience of patients with a malignant fungating 
wound using a Heideggerian hermeneutic phenomenological approach (Piggin and Jones 2007;
2009). Five in-depth interviews were conducted with women living in the United Kingdom to collect 
the data. The findings demonstrate that patients felt like that there was an overwhelming sense of 
vulnerability of living within a body that cannot be trusted or one that was continually changing. 
This is because their cancer became visible through their wounds. This visibility caused distress 
and represented a new challenge for the patients. The authors presented their results by means of 
four main themes: ‘being vulnerable because the body cannot be trusted’, ‘being vulnerable as a 
result of living with a body that cannot be trusted’, ‘changes in the relationships with family and 
friends’, and ‘the loss of identity’ (page 387). The results demonstrate an insight of what it means 
living with a malignant fungating wound. Informal carers were not taken in consideration. Although 
the impact of malignant fungating wounds upon the day-to-day activities is illustrated in research 
(Woo and Sibbald 2010). This is also reflected in the different wound-related symptoms and they
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present a sense of vulnerability for the patients. A change of their identity was reported by Piggin. 
This is due to the visibility of the tumour which had a broader psychological impact which is not 
reflected in wound management studies. In addition Piggin and Jones built on previous work in this 
area (Grocott and Cowley 2001 ; Lund-Nielsen et al. 2005).
Lo in an explorative qualitative study investigated the lived experiences often patients (six women 
and four men) in Taiwan (Lo et al. 2008). The aim of this study was to provide a description of the 
trajectory that patients experienced from the development of their wound through to the end stage 
of their illness. This provides a longitudinal view to the changes that men and women undergo with 
a malignant wound. They adapted their thematic analysis frame from grounded theory. The 
findings describe a journey the patients undertook when living with a malignant fungating wound. 
The structure and content was demonstrated in five themes: ‘declining physical wellbeing’, ‘wound 
related stigma’, ‘need for expert help’, ‘strategies in wound management’ and ‘living positively with 
the wound’. The findings demonstrate how patients experienced distress caused through the 
wound-related symptoms and the psychological impact thus caused by the presence of the wound. 
This was also echoed in Piggin’s study and supports the extent of distress experienced. Most 
participants were embarrassed due to wound-related symptoms like malodour and leakage. The 
wound with the symptoms affected their social behaviour with the consequence that they isolated 
themselves socially. Lo et al. (2008) describe that if the patient was provided information and care 
from specialist nurses, they could live positively with the wound. When supported by specialist 
nurses the patients experienced an improved wound bed condition, reduced pain and enhanced 
sleep quality that resulted in regaining their self-confidence.
This study reflects a particular culture of Taiwan and therefore may not be that reflected in Western 
societies. The journey the patients went through however, gives a good overview but how lived 
experiences can differ in relation to the location of the malignant fungating wound for example on 
the head or on a breast. Further the differences of experience may change in patients who 
presented with a malignant fungating wound for longer than four weeks. Lo et al. (2008) and Piggin 
et al. (2009/2007) both investigated the lived experiences of patients with a malignant fungating
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wound. Both studies argue that the wound-related symptoms had a physical and psychological 
impact on the patient’s life. This is illustrated by the wound-related symptoms like malodour that 
was provoking embarrassment and which then drove the participants to become socially isolation. 
Furthermore these symptoms an experience present a sense of vulnerability for the patients which 
resulted in a change to their personal identity.
The studies reviewed used either a phenomenological approach, an explorative qualitative study or 
a longitudinal multiple case study design. These studies help to give an insight how patients 
experience living with a malignant fungating wound. However a gap is that none of the studies 
explored informal carers experience and for many it is the partners or informal carers that provide 
support, dressing management and care. The following section addresses the experiences of 
nurses who took care of patients with a malignant fungating wound.
2.2.1.5. Experiences of nurses caring for patients with malignant fungating wounds
The experiences of nurses undertaking malignant wound dressings were investigated by Wilkes 
and colleagues (2001). The aim of their study was to evaluate both the current strategies used by 
clinical nurses to manage malignant wounds and their knowledge of these products (Wilkes et al.
2001). This study is part of a three-part project and investigated the current nursing practice in
managing malignant fungating wounds in Australia. A postal survey was conducted first with
palliative care and specialist oncological nurses. The results highlighted that the nurses were 
aware of a large range of products and that they generally used them in accordance with the 
available evidence. The qualitative data undertaken later highlighted that the major issues nurses 
stated were coping with the odour, the high costs of the dressings followed by the psychological 
needs of the patient and their families. A further study by Wilkes et al. (2003) using a cross-
sectional qualitative approach was to explore with semi-structured telephone interviews the
experiences of palliative care nurses in dealing with patients living with malignant fungating wound 
(Wilkes et al. 2003). The results reflected the previous study in that the nurses tried to do the best 
for both the patient and their families. Taking care of such patients was often found as physically
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and emotionally difficult as these wounds are incurable. Patient isolation and their changed body 
image was a further challenge for the nurses. They often tended not to show their feelings by 
keeping a straight face while caring for these patients. These findings were reflected in the survey 
(part 2 page 222) which was conducted in Switzerland where experiences of nurses who take care 
of patients with such wounds were investigated (Probst et al. 2009). The main difficulties nurses 
experienced in the management of patients with a malignant fungating wound was malodour, pain 
and difficulties in applying the dressings to the wound. To manage the wound-related symptoms 
different kind of dressings like absorbent dressings, gauzes or foam dressings were used.
The lived experiences of patients with malignant fungating wounds reported by clinicians have 
been explored using a descriptive survey (Schulz et al. 2002). 136 clinicians attending a malignant 
wound workshop were asked to report the symptoms of one patient. A total of 814 clinical 
problems were reported. Pain was identified as the clinical problem by the care providers who 
described their patients concerns. These problems seen by clinicians were afterwards grouped into 
main themes like physical problems, emotional stress, social concerns, functional compromise, 
complications and nutritional deterioration. The perception of the staff was related to the physical 
problems experienced by patients and reflects what they found difficult to manage and may not 
adequately reflect the lived experiences of patients. One review explored whether nurses 
considered the psychological impact of dressings for malignant fungating wounds and how 
equipped they felt they were able to deal with psychological care (Goode 2004). This review is 
mostly based on case studies and other reviews rather than original data. It concludes that 
malignant fungating wounds do have a psychological effect on patients and that this has been 
recognised by nurses but this is not necessarily evidenced in the research. The views and 
perceptions of informal carers in the management of malignant wounds have not been researched. 
The difficulty experienced by staff may give some indication but this is an area that needs defining 
in the context of how people cope with such difficult wounds.
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2.2.1.6. Experiences of informal carers
In the setting of malignant fungating wound the informal carers are often the ones who support the 
patients. This has been mentioned in the literature that here is a recognition that families of 
patients with a malignant fungating wound are likely to experience extreme physical and 
psychological distress (Lo et al. 2008). In a review of the effect of malodour, caused by a malignant 
fungating wound, on patients’ body image and quality of life it is stated that the appearance of 
malignant fungating wounds may be more distressing for carers than for patients (Young 2005). 
Furthermore Piggin & Jones (2007) suggested in their study that the experiences of lay carers and 
families could facilitate the support for patients with a malignant fungating wound. Spichiger (2008) 
explored in her interpretative phenomenological study the experiences of hospital end-of-life-care 
in Switzerland of 10 terminally ill patients and 10 carers. Spichiger demonstrated amongst other 
things that the burden of caring can cause serious disruption to carers’ lives (Spichiger 
2008).These changes do not happen immediately after their loved one gets diagnosed but occurs 
either when the ill person gets very ill or receives aggressive medical treatment (Thomas et al.
2002). If the burden of care is enormous the informal carer’s health may break down with the 
consequence of proximate loss of support for the loved one (Given and Given 2009; Silveira et al.
2010). ,
McNamara and Rosenwax (2010) identified in their survey with 1071 informal carers that if informal 
carers do not get enough support from health care professionals they were more likely to have 
poor health (McNamara and Rosenwax 2010). Further it is demonstrated in the literature that 
informal carers require adequate support throughout the illness so that they can manage the 
devastating diseases of their loved ones (McConigley et al. 2010). Arber et al. (2010) highlighted in 
their study with a grounded theory approach interviewing 21 carers that carers identified amongst 
other things a lack of attention concerning their need of helpful information like caring or 
medication (Arber et al. 2010). Ensuring that appropriate information is readily available for 
caregivers and that they can access support for their decision-making role are crucial (McConigley
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et al. 2010). If health care professionals lacked skills or did not recognise informal carers, they 
suffered (Spichiger 2008).
It is stated in the literature that good symptom management is an essential task when taking care 
of a loved one with cancer (Steinhauser et al. 2000). However, Schumacher et al. (2002) 
demonstrated in their randomised controlled trial of nursing interventions with 52 cancer patients 
and 33 family carers that amongst other things most of the carers do not feel secure in having the 
requested knowledge and skills to take care of their loved ones while managing their symptoms 
(Schumacher et al. 2002). This lack of knowledge may have a negative impact on the informal 
carer’s psychological well-being as the psychological status of an informal carer is already 
vulnerable as a consequence of taking care of their loved one (Schulz and Beach 1999).
Bee et al. (2009) identified the unmet practical needs of informal carers which are medication and 
pain management, physical symptoms and comfort, nutrition, personal hygiene and elimination, 
positioning, professional support and emergency measures. These needs should be fulfilled so that 
an informal carer receives the support requirements when undertaking practical nursing-based 
tasks (Bee et al. 2009). Adequate care interventions have been shown to improve the informal 
carers’ quality of life (Spichiger 2008).
2.2.2. Methodological issues in the research reviewed
Regarding the methodological issues in the research reviewed there has been some good work 
using mainly qualitative studies. Like Piggin and Jones study used a phenomenological approach 
and another study used thematic analysis drawn from grounded theory (Lo et al. 2008) to describe, 
understand and give meaning to the lived experiences. Another study used a multiple case-study 
to explore the experiences of patients (Grocott and Cowley 2001). The wide approaches to 
researching this area most probably reflect the serious illness and terminology of such populations.
Most of the studies were conducted in the United Kingdom (UK) (Grocott and Cowley 2001), on the 
mainland of Europe (Lund-Nielsen et al. 2005; Probst et al. 2009), in North America (Schulz et al.
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2002; Maida et al. 2009) and other parts of the world (Wilkes et al. 2001; Wilkes et al. 2003). Many 
of the outcomes demonstrate a degree of congruence in that symptoms and nurses’ experiences 
are similarly described. These findings can be translated in many health care settings.
The methodology used by the studies cited above helped to frame my work. These studies enable 
me to define my research question and afterwards to make up the interview guide.
2.2.3. Summary
The literature identifies that there is a growing interest in this area on patients’ experiences. 
Research on the lived experiences of informal carers who take care of a loved one with a 
malignant fungating wound has been suggested as problematic but no research has been found. 
Many of the studies highlight the physiological consequences of the wound, including intense pain, 
repugnant odour, bleeding, leaking exudate and wound infections. From these much of the care 
practices are to control symptoms like pain, exudate, bleeding and malodour to achieve a better 
quality of life for the patient and their informal carer. However the qualitative studies highlight the 
difficult transition in the advanced disease, the visual nature of such wounds in reflecting the 
cancer plus the extent of psychological distress.
2.2.4. Research question
This current study seeks to identify themes related to the lived experiences of people of having a 
malignant fungating wound. Two research questions will guide this inquiry:
1. What is the lived experience of women who have malignant fungating wounds as a result of 
cancer?
2. What is the experience of their informal carers in caring for individuals with a malignant 
fungating wound?
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Chapter 3 Research Methodology
3.1. Introduction
An interest in the daily life of patients with a malignant fungating wound and their informal carers 
led me to choose a phenomenological approach. Phenomenology supports the review of a taken- 
for-granted experience and examines the qualities of that experience (Balls 2009). Phenomenology 
in nursing research deals with the understanding of the experience by patients and their informal 
carers and takes their point of view on illness, suffering and nursing care as the focus of the 
research (Oiler 1982; Jasper 1994). The goal of phenomenology is to describe the phenomenon 
under review, being as faithful as possible to the participant’s experience without giving it 
meanings which are not supported by the lived experiences as reported by participants (Benner 
1994).
The perspective taken in this study is that of interpretative phenomenology analysis. Interpretative 
phenomenology analysis is a qualitative approach and is strongly influenced by the hermeneutic 
version of phenomenology. It is designed to explore how human beings make sense of a major life 
experience in its own terms (Smith et al. 2009). When using interpretative phenomenology 
analysis, researchers are interested in the impact of this experience. According to Smith et al. 
(2009), interpretative phenomenology analysis aims to capture the reflections of the person 
concerned on the flow of experiences arising from a particular episode for that person, for example 
from the breakthrough of a tumour. With the help of such analysis the researcher can explore in 
detail what the experiences were and how this particular person made sense of what had 
happened to him or her. This explains why this study has a small number of participants as the aim 
is to reveal something of the experiences of each individual interviewee. Using a small number of 
participants for such a study is justified by the literature (Smith et al. 2009).
In the following section, the terms phenomenology and hermeneutics are explained.
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3.2. The term ‘phenomenology’
Phenomenology is a philosophical approach for the study of lived experiences. All 
phenomenologists have a particular interest in thinking about what the experience of being human 
is like. Phenomenology examines all aspects of human life but especially in terms of the things 
which matter to us, which form our lived world and how we may come to understand what our lived 
experiences of the world are like (Smith et al. 2009). Phenomenological philosophy gives the 
researcher a rich source of ideas on how to examine and comprehend the lived experiences of the 
persons concerned.
The philosophy of Heidegger’s hermeneutics will be defined in order to understand the 
methodology. Hermeneutics and phenomenology provide approaches with which to express the 
knowledge implied in nursing practice. The terms phenomenology and hermeneutics are frequently 
used interchangeably in the literature. This often results in confusion as the two terms encompass 
different schools of thought and methods. Phenomenology is the descriptive science of 
phenomena and hermeneutics (Smith et al. 2009) (see also section 3.4. “The term hermeneutics”).
The phenomenological philosophy used in social science research originates from three different 
schools (Cohen and Ornery 1994). The first school is based on the work of Edmund Husserl (1859- 
1938) and is called descriptive phenomenology. The goal of descriptive phenomenology is basic 
knowledge. It has, in addition, a strong psychological orientation. This means that researchers 
must recognise their biases in respect of the phenomenon under review and that their pre-existing 
beliefs have to be bracketed1. This is to aid the researcher’s objectivity.
The second school of phenomenology is guided by the work of Heidegger and is called 
hermeneutics. The goal of hermeneutics is the interpretation of a phenomenon to discover its
1 Bracketing is a phenomenological reduction by Husserl. It is a method of separating empirical intuitions from 
philosophical inquiry, by refraining from making judgments about them. Bracketed judgment is a suspension of inquiry, 
which places in brackets whatever facts belong to essential Being.
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hidden meanings. Hermeneutic research based on the work of Heidegger is usually referred to by 
the terms “hermeneutics’” or “Heideggerian phenomenology” or “existential phenomenology” or 
“interpretative phenomenology” (Gadamer 1989). The term “hermeneutic phenomenology” is taken 
from Gadamer (1989) who refers to the work of Heidegger (Phillips 2007).
The third school is a combination of descriptive and interpretative phenomenology and originates 
from the Dutch school (Cohen and Ornery 1994). Hans Georg Gadamer (1900-2002) promoted the 
concept of experiencing the “Being”. He recognised that it is only through lived experiences that 
one is able to understand the hermeneutics (Weinsheimer 1985).
This study will, as mentioned earlier, use an interpretative phenomenological analysis deploying 
Heidegger’s phenomenological philosophy.
3.3. Heidegger’s philosophy
Martin Heidegger (1889-1976), a student of Husserl, questioned Husserl’s descriptions and then 
moved away from Husserl’s emphasis on consciousness. He maintained the principle of a basic 
insight regarding the non-dualistic intentional nature of humans and the world. Heidegger’s focus is 
ontological. He believed that the primary phenomenon for phenomenology was the meaning of 
“Being” (Cohen and Ornery 1994). To seek the “Being” of something is to seek the nature or 
meaning of that phenomenon (van Manen 1990). For Heidegger ‘hermeneutics’ was synonymous 
with the interpretation of the phenomena of “Dasein”, which may be translated approximately as 
our everyday “being-in-the-world” (Todres and Wheeler 2001; Mackey 2005). Heidegger used the 
term “Dasein” to describe the existential, rational and temporal basis of the human being’s daily life 
and understanding of the world in contrast to the traditional metaphysical concept of experiences 
and truth, often also referred to as “being separate, non-relational and static” (Heidegger 2006). 
The complex understanding of experience is gained through the process of unfolding the meaning 
and perspectives of each individual. In interpretative phenomenological analysis, experiences will
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be interpreted to establish the meaning given to their activities by individuals (Smith et al. 2009). 
As an approach, interpretative phenomenological analysis always involves an interpretation. This 
means that there is a phenomenon which the researcher has to detect and then has to make 
sense of. Heidegger’s perception of appearing therefore covers this well (Smith et al. 2009).
3.4. The term ‘hermeneutics’
Hermeneutics is the second major theoretical underpinning of interpretative phenomenology 
analysis. It is the theory of interpretation (Smith et al. 2009). Hermeneutics as a methodology helps 
researchers to acquire a more profound understanding of lived experiences by paying more 
attention to the specific language used to describe those experiences (Dowling 2004). Language 
can function as a medium through which the world is reflected (Leonard 1989; Allen and Cloyes
2005). The researcher has to be aware that language can be demystified through the use of 
metaphor. Metaphors are often used in narrative (Kangas et al. 1998). They can be used creatively 
to uncover aspects of themes that might otherwise be missed. A narrative discourse analysis 
approach may be used to explore the metaphors by analysing the language used in the interview. 
The discourse can thereby be given meaning (Froggatt 1998). A different way of understanding the 
data and realising that language is a symbolic medium is to explore how the interviewees narrated 
their experiences. There is a constructivist approach to metaphor, also known as the romantic 
approach. For this approach, metaphor is essential in thought and language. It is also creative. A 
metaphor transfers meaning from one situation to another and is one of the most basic forms of 
figurative language. It is influenced by the linguistic and cultural context of the interviewee. The 
fundamental values and assumptions of a culture are disclosed by the metaphors and images that 
exist within that society (Froggatt 1998). These are grounded in physical and cultural experiences 
and are called root metaphors. Metaphors can help in an interview as they may facilitate a richer 
understanding of the process the interviewee underwent (Kangas et al. 1998).
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Hermeneutical analysis, as a methodology, directs the interpretation of the written human 
experience so that it can better explain the meaning of the lived experiences. Such analysis helps 
the researcher understand human behaviour and actions on another level. The first level is the 
initial impression that a text gives to the researcher. The second level is the one the researcher 
reaches through using hermeneutical analysis.
The methodology of hermeneutics enables the researcher to view the world in which the 
interviewed person lives and thinks. It also helps those who do not share the same experiences to 
understand what an afflicted person comes to know from those experiences. This method therefore 
takes into account the context of the person’s experience (Dowling 2004). Hermeneutics as an 
interpretative methodology helps the researcher to have a better understanding of an experience 
while considering the context of the interviewee’s daily lived experiences. Hermeneutical analysis, 
in combination with the Heideggerian approach to phenomenological description, encourages the 
researcher to go more deeply into a description of an experience and not just to settle for the first 
impression given by a transcribed text of the account given by the person in question (van Manen
2006). The language used by the interviewee is the key material used by this method during 
analysis. This material may also give important insights into the predominant nature of the 
experience.
As a methodology, hermeneutics considers the ability of a human being to know itself. 
Hermeneutic methodology stimulates the researcher to reflect on this knowledge and so to 
discover the different attitudes of mind that play a role in the person’s behaviour (Leonard 1989).
As mentioned in section 3.3, interpretative phenomenological analysis may be linked to the 
phenomenology of Heidegger in which a hermeneutic undertaking is significant. Heidegger gave 
informative descriptions of how the fore-understanding and the new phenomenon relate (Smith et 
al. 2009). These help a better understanding of the research process.
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In my research, I quite evidently had in mind my personal experiences of managing this type of 
wound. Most of the patients were embarrassed by wound odour and leaking exudate. I was also 
aware that living with an altered body image was a major burden for most of the patients. When 
conducting the interviews, I was always aware of the short life expectancy of these patients. In all 
the interviews the same topics came up, such as embarrassment and the lack of appropriate 
knowledge on the part of the professionals. From the second interview on, I was conscious of the 
subjects brought up by previous interviewees. The interview partners in each subsequent session 
could therefore confirm or negate what I had previously been told.
3.5. Why did I as a researcher use a hermeneutic phenomenological 
approach in this thesis?
The principal reason I used an interpretative phenomenological analysis rather than another 
qualitative approach was because the epistemological position is consistent with the research 
question.
By using a hermeneutic phenomenological approach in this study, it is possible to create the 
opportunity for participants to openly report their lived illness experience or their lived experiences 
(Byrne 2001) living with a person with a malignant fungating wound. It is possible to encourage the 
participants to talk and think about the problems and their concerns about living with a malignant 
fungating wound. This enables the participants to learn and acquire practical knowledge for 
themselves. In addition, health care staff who read the stories of those afflicted by this illness will 
learn about and better understand their world. It will stimulate these carers to think about these 
lived experiences and to adapt their daily activities with patients who have fungating wounds and 
their informal carers. This will hopefully improve the nurse-patient and nurse-informal carer 
relationship.
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From my professional point of view, I as a nurse am affected by understanding people, and by 
being empathetic and sympathising with them. This approach respects the validity of individuals’ 
experiences and supports them in exercising control over their own health care (Crist and Tanner 
2003). In addition, I was taught to respect individuals, to listen to them and to believe them. 
Moreover, I was taught to be a good listener, to empathise and to create rapport, often in a short 
period of time (Balls 2009). These are all valuable skills I learned in nursing that I can use in a 
phenomenological approach; thereby enabling me to conduct a successful interview that explores 
the person’s lived experience.
3.6. Method
The methodology of interpretative phenomenological approach was used to explore the lived 
experiences of patients and their informal carers. The literature that describes interpretative 
phenomenological analysis does not describe any particular data analysis method. Interpretative 
phenomenological analysis directs analytic attention to the effort of the person concerned to make 
sense of their experiences (Smith et al. 2009). To explore the phenomenon, interpretative 
phenomenological analysis is best suited to a data collection method that invites the participants to 
offer a detailed rich first-person account of their experiences. In-depth semi-structured interviews 
are the best way to access such narratives. Through such interviews, thoughts, feelings and 
stories about the phenomenon can be elicited (Kleinmann 1988; Smith et al. 2009). A good 
interview is essential for interpretative phenomenological analysis. An interview guide was 
therefore created to help guide the interview (see appendix 2). For the interview guide, I as a 
researcher drafted the questions as I would like to ask them and in the order I thought would be 
most appropriate for the interviewee, to anticipate any possible sensitive issues such as changed 
body image. The questions were prepared so as to be open and expansive. The interviewee would 
thereby be encouraged to narrate at length (Silverman 2006). The researcher’s verbal input is 
accordingly minimal. According to Smith et al. (2009), such interviews move from sequences that 
are primarily descriptive or narrative to sequences where the interviewee becomes more
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evaluating and analytic. The literature recommends starting with a question where the interviewee 
can narrate an experience or a descriptive episode (Benner 1985; Silverman 2006), such as 
“Could you please tell me what living with such a wound is like?”. In that way the interviewee gets 
comfortable with narrating their experiences. As the interviewee becomes more at ease during the 
interview, the interview becomes more analytical (Smith et al. 2009). I then usually asked “What 
disturbs you the most about this wound?”. Once the interview partner was comfortable about 
talking and realised that what he or she is talking about is that what the researcher wants, the 
interviewer can begin to concentrate the topic of the conversation (Silverman 2006). This was the 
stage of the interview where the narrative shifted from talking about things at a generic to a specific 
level (Smith et al. 2009). This happened after the first question in all the interviews I conducted as I 
gained the trust of the interviewees as an interviewer. This was because they felt that I was 
listening to them. For most of the participants it was the first time they had had a chance to talk 
about their wound in this way.
During the course of the interview, the guide was used in a flexible manner. When the interviewees 
were in full flow I made short notes of key topics they referred to which I wanted to follow up. 
These notes helped me extract a deeper meaning from the narrated experiences. To get such a 
deeper meaning I asked the following question: “Could you please tell me more about this?”. 
Through such a tactic the researcher indicates to the interviewee the level of depth and detail the 
researcher is interested in (Kleinmann 1988; Silverman 2006). This encourages the interviewee to 
narrate his or her experiences at this level.
It was also important that we took our time for the interview. Because of this, I as a researcher had 
time to listen to what the participant was telling me. According to Smith et al. (2009), the most 
interesting questions take time for reflection. In this way, the participant’s answers become fuller 
and richer (Smith et al. 2009). I experienced the same effect during the interviews, especially when 
asking “How does this wound affects you in everyday life?” or “How did you feel?”
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To encourage the participants to narrate their experiences, they were given the choice of where 
the interview was conducted. Most of the interviews were conducted at the interviewee’s home. 
One interview took place at an office and one in a car (see Table 3, section 3.7.2.). For all 
participants, it was the first opportunity they had had to talk to someone about their wound. The 
interviewees therefore narrated their experiences without inhibitions. Firstly they told me how they 
discovered their wound and then they addressed their feelings and the embarrassment.
To contextualise the interviews I collected additional data. Throughout the interview I observed the 
participant. This helped understand the local context and activities of the interviewee. After each 
interview I made reflective notes on my impressions of the interaction with the participant. These 
notes have been integrated as field-note statements in the results part.
As stated previously, interpretative phenomenological analysis does not prescribe any one method 
of data analysis. Various inductive methods have been developed by supporters of hermeneutic 
phenomenology research. Although there is no single method, a common basis unifies and 
governs the different methods. A commonly used method that, for example, utilises Heidegger’s 
hermeneutic phenomenology when exploring the lived experiences in nursing phenomenological 
research studies is reported by van Manen (1990).
Van Manen's phenomenology is located in the Dutch school. It is a combination of a descriptive and an 
interpretive phenomenology (van Manen 1990; Cohen and Ornery 1994). He uses the terms 
"description” to include both the interpretive and the descriptive phenomenological element. Like 
Heidegger, van Manen does not adopt Husserl's view of bracketing (van Manen 1990). For van Manen 
(1990) "a good phenomenological description is collected by lived experience and recollects lived 
experience - is validated by lived experience and it validates lived experience" (p. 27).
To provide the researcher with a methodical structure, van Manen (1990) identified six research 
activities that help the researcher to be involved in the dynamic process of hermeneutic 
phenomenological study. These are explained below:
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1. Turning to the nature of the lived experience.
2. Investigating experiences as we live them rather than as we conceptualise them.
3. Reflecting on the essential themes that characterise the phenomenon.
4. Describing the phenomenon through the art of writing and rewriting.
5. Maintaining a strong and orientated relation to the phenomenon.
6. Balancing the research context by considering parts and wholes.
1. Turning to the nature of the lived experience
The first research activity contains the theoretical premise of the hermeneutic phenomenological 
methodology. This means that all experiences of the interviewee and the researcher are context 
bound. The issue of context is pivotal for qualitative research. The researcher has therefore to be 
attentive to how interview partners provide context for their actions (Silverman 2006). The essence 
of the interviewee’s experience is hidden within the language they use to tell their stories. The 
interview transcripts were examined for linguistic usage, such as what words were used when 
describing the wound. Some of the patients used “it” or never mentioned the word “wound” This is 
noted when the interviews are transcribed (for the procedure see section 7.3 “Data collection”).
2. Investigating experiences as we live them rather than as we conceptualise them
This research activity connects the researcher to the ontological nature of the research 
methodology of hermeneutic phenomenology. The source of personal experience is a description 
or account of the lived experience. Here the researcher always tries to look for a meaning that 
attests the value of seeking a greater understanding of the experiences, by treating the 
interviewees who live the experience of a malignant fungating wound as the experts. To explore 
the lived experiences of the interviewees, the researcher tried to describe his experience with this 
patient population, focusing on a particular situation such as embarrassment due to leakage. The 
researcher also explored the data without any initial hypothesis (Silverman 2006). An inductive 
approach to the data was taken in this study. This means that the analysis of data are undertaken
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within their own context rather than from a predetermined theoretical basis. Here the researcher
has to keep an open mind. Taking an inductive approach provides an easily used and systematic
set of procedures for analysing qualitative data that can produce reliable and valid findings 
(Silverman 2005).
Van Manen (1990, pp. 66-67) suggests that, to describe the lived experience:
1. The researcher needs to describe the experience as he lived it, avoiding causal
explanations, generalizations, or abstract interpretations so far as possible. In the current
study, the field notes helped the researcher go back to the interview and, together with the 
transcript, re-live these experiences. These field notes contain a description of the location, 
the ambiance, and the cadence as well as the non-verbal communication of the interview 
partner.
2. Describe the experience from the inside as it were; almost like a state of mind, for example 
the feelings or emotions. Here again the field notes supported the researcher in describing 
the experiences from within.
3. Focus on a particular example or incident of the object of the experience: describe specific 
events, an adventure, a happening, a particular experience. In the present study, the 
researcher was asking follow up questions so he could learn more about their specific 
experiences.
4. Try to focus on an example of the experience which stands out for its vividness, or because 
it was the first time. To explore more of such vividness or first time experiences, the 
researcher took notes during the interviews. These notes helped him to ask 
supplementaries and so learn about their in depth experiences.
5. Attend to how the body feels, how things smell or how they sound. To remember the 
feelings and the surrounding, the researcher made field-notes after every interview. These 
helped him when transcribing and analysing the data.
6. Avoid trying to beautify your account with fancy phrases or flowery terminology. The 
interviews were transcribed from Swiss German into Standard German, but without
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changing the phrases used. For some expressions that were essential and for which there 
is no equivalent word in Standard German, the Swiss German word was used and supplied 
with double quotes.
This type of description is less concerned with objective accuracy and more focused on the 
person's living sense of the experience. With the process of echoing, the researcher showed the 
interviewee that he understood his/her experience.
3. Reflecting on the essential themes that characterise the phenomenon
The understanding of lived experiences cannot be achieved by reflection. Essential themes 
emerged out of the accounts of these experiences. Identifying these themes showed 
understanding of these experiences. The researcher has also to establish in the data how these 
experiences occur in varying ways (Silverman 2006). With the help of these themes, the 
researcher subsequently constructed his categories.
4. Describing the phenomenon through the art of writing and rewriting
After transcribing the interviews, the transcript first becomes a phenomenological text when the 
process of hermeneutic analysis occurs. All interviews were analysed with the aim of interpreting 
the different meanings of the experiences of the interviewees. (See also section 3.8 “Data 
analysis”.)
5. Maintaining a strong and orientated relation to the phenomenon
This step embodies the hermeneutic circle, through which the essences of the stories are revealed. 
Essential themes were separated from non-essential. It was important that the whole context was 
taken into consideration. Recurrent themes such as embarrassment or problems of getting wound- 
related symptoms under control, were used during the discussion of the interpretation to embody 
the lived experiences of each interviewee. This was made possible because the researcher took 
notes during the interviews.
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6. Balancing the research context by considering parts and wholes
In this step, communalities within the interviews were identified. These communalities emerged in 
a phrase that sums up the most relevant experiences of the interviewees. The phrases that sum up 
their experiences demonstrate how patients suffered because they could not bring wound-related 
symptoms under control. Another example of this is how the wound got to be the centre of their 
lives. The analysis and review process for the transcript was complete when no further new 
themes emerged.
3.6.1. Why did I as a researcher use van Manen’s interpretative phenomenological 
method?
The decision to follow van Manen’s interpretative phenomenology came after a deeper 
examination of the literature that deals with this issue. Some methods, for example that of Colaizzi 
and Giorgi, have a very strong psychological orientation (Giorgi et al. 1975; Colaizzi 1978). 
Mundhall’s and Crotty’s method follows a very strong nursing orientation (Munhall 1991; 1994; 
Crotty 1996). Because of my proposed research questions, where I ask: “What is the lived 
experience of women who have malignant fungating wounds as a result of cancer? And what is the 
experience of their informal carers in caring for individuals with a malignant fungating wound?”, the 
focus was not only on patients and nursing but also on other social sciences. Van Manen’s method 
has been adopted by a wide range of health care professionals such as nurses and sociologists 
(Munhall 1991; 1994) Maggs, 2001). This method is useful as it is a combination of descriptive and 
interpretive phenomenology. Moreover, van Manen studies the world before doing any reflection 
and uses the terms phenomenon and experience as representing the same thing (van Manen 
1990). This method works well with the methodology of an interpretative phenomenology analysis 
because the methodology aims to capture the reflections of the persons concerned on the flow of 
experiences arising for that person from a particular episode.
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The opportunity his method affords of an immediate exploration of the phenomenon, together with 
his writing style which allowed me to understand quickly how his technique works and the way he 
deals with complex research issues, encouraged me to choose this method.
3.6.2. Sample
To explore the patients’ and their informal carers’ experiences, sixteen interviews were conducted 
from an existing population in Switzerland (see tables 5 and 6 of the characteristics of each 
participant in section 3.7.1. “demographic data”), in whom the wound is located on the breast and 
has been present for at least six months. The breast is the most common site for malignant 
fungating wounds, in 62% of all such wounds as found by Thomas (1992) and in 49.3% in 
Switzerland by Probst et al. (2009) (Probst et al. 2009). The women interviewed were aged 
between 40 and 80 years. This age group is based on the survey of Probst et al. (2009) in which 
24% to 40% of the population was within this age group. There are no specific requirements for 
selecting the informal carers. They were identified through the patients. They had to be involved in 
the care of the management of the malignant fungating wound or have cared for someone with 
such a wound in past years.
3.6.2.1. Criteria for participation
As stated previously, the following criteria had to be fulfilled to participate in this study:
Patients:
• Woman who lives with a malignant fungating breast wound
• The malignant fungating breast wound should have been present for at least six months
• The patient has to be aged between 40 and 80 years
• The patient has to understand German orally and in written form
• The patient has to be able to participate in a one hour interview
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Informal carers:
• The informal carer is involved in the care of the management of the malignant fungating
breast wound/has cared for someone with such a wound in the past
• The informal carer has to understand German orally and in written form
• The informal carer has to be able to participate in a one hour interview
3.6.3. Recruitment process of patients and their informal carers
Nine patients and seven informal carers were recruited for this study in a period of eleven months. 
The patients and informal carers were recruited from three Cantons of Switzerland (Zurich, Bern 
and Baselland). Initial contact was made in each Canton through a nurse or physician. In the 
Canton of Zurich the contacts were an oncology and palliative care nurse form the Oncological and 
Palliative Community Care Service of Zurich, a physician from the Breast Care Centre in Zurich 
and a physician from the Oncology and Palliative care unit from the Limmattalspital in Schlieren. In 
the Canton of Bern, it was a physician from the Breast Care Centre and in the Canton of Baselland 
the patients and their informal carers were recruited through the wound care specialist nurse at the 
Lukasklinik, a specialist clinic for tumour diseases with a wide therapeutic spectrum. Women and 
informal carers who satisfied the inclusion criteria were invited to participate. If a patient and/or her 
informal carer agreed to participate they received written information about informed consent (see 
written information about informed consent, Appendix 3). The contact person asked whether the 
researcher could contact the participants via telephone or if the participant would prefer to contact 
the researcher themselves. During the first telephone conversation, the researcher asked 
questions and checked that the inclusion criteria were satisfied. The time and location of the 
interview was arranged at a place convenient to the potential participant.
3.6.4. Recruitment of interview partners who represent a vulnerable group
Recruiting a vulnerable population, whether patients or informal carers, means addressing a 
population of people who are unable to protect themselves. Vulnerable patients are a group of
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people that may be easily manipulated, hurt, obligated or mislead by the researcher. This is due to 
their disadvantaged status or their helplessness (Chiang et al. 2001; Bond Sutton et al. 2003; 
McCauley-Elsom et al. 2009). Vulnerable patients may include those who suffer from an acute, 
chronic or terminal illness like those included in this study.
It is often difficult to recruit volunteers from a vulnerable population (Bond Sutton et al. 2003). 
Crosby et al. (1991) argued that most patients hesitate to participate because of their health status 
(Crosby et al. 1991). Disclosure of their illness, mistrust of the researcher (be it the person or the 
gender), stigma or failure of evidence-based treatment are other possible reasons that can lead to 
non-participation (Chiang et al. 2001; Bond Sutton et al. 2003).
3.7. Data collection
The interviewer accesses the emotions by describing the respondent’s inner experiences. In the 
process, the interviewer becomes emotionally involved with the participants (Silverman 2006). 
Using a hermeneutic phenomenological method, interviews enable the researcher to explore and 
gather experimental narrative material that gives a deeper and richer understanding of the human 
phenomenon (van Manen 1990). The types of question used in the interview focus on lived 
experiences. This means that the questions have to be specific and concrete, such as “Can you tell 
me more about a particular day?” (van Manen 2006). In addition, thematic questions such as 
“Other women told me that they experienced embarrassment due to the wound. Did you 
experience the same?” help to produce knowledge and to create good interaction (Kvale 1995). To 
create narratives, it is important to ask the right kind of questions. Open questions stimulate 
narratives (Reissman 1993). It is suggested the researcher develops between five and seven 
broad questions about the subject. If interviewees have problems starting, there should be probe 
questions such as “What was the experience like for you?” (Reissman 1993).
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The researcher is the primary data collection tool in hermeneutic phenomenology. Focused in- 
depth interviews can take the researcher to unexpected areas. To obtain as much information as 
possible, the interviewer should show empathy, knowledge and craftsmanship (Kvale 1995). The 
interviews were conducted as joint interviews of the patient and her informal carer. An open-ended 
approach was used. A joint interview is a qualitative method that helps the researcher understand 
the experience of the informal carer as well as that of the patients. In this type of interview the 
informal carer is deeply involved in narrating their experience of the malignant fungating wound. 
They will have their own needs that may be similar to or different from those of the patient (Morris 
2001). If couples are interviewed together, the researcher has to be aware that couples have 
secrets from one another. As Morris (2001) stated, couples may tell you that they have no secrets, 
even when they do. In some circumstances, joint interviews may give rise to the interviewees 
contradicting one another. This could also happen if the interviews were conducted separately 
(Morris 2001), because either the informal carer or the patient might want to know what the other 
had said. A consequence of this might be that one interview informal carer exhibits symptoms of 
distress. It is common in the context of cancer, and thus in the matter of malignant fungating 
wounds, to find a recent history of concealment of diagnosis and prognosis (Morris 2001). During 
the interview it may happen that one of the interview informal carers dominates the discussion. In 
such a case the researcher has to ensure that both participants, the patient and the informal carer, 
establish their own participation parameters (Morris 2001).
3.7.1. Demographic data
At the end of the interview, demographic data was collected from the participants by asking 
standardised questions. In the following tables, the demographic data for patients is presented in 
Table 5 and for informal carers in Table 6. All names and locations have been changed to ensure 
anonymity.
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Name Age Highest
education level2
Was the
patient
employed?
Year o f 
diagnosis 
o f breast 
cancer
Year of 
exulceration
Anna 53 High school Yes 2002 2007
Berta 59 Other No 1992 2008
Carmen 76 Secondary
school
No 2000 2005
Christine3 58 High school Yes 2009 2008
Helen 67 Secondary
school
No 1994 2006
Irene 69 Secondary
school
No 2007 2007
Linda 61 Secondary
school
Yes 1995 2001
Lisa3 40 High school No 2008 2008
Livia 59 High school Yes 1995 2005
Table 5: Demographic data o ft he patients
Name Age Highest
educational
level
Was the 
informal 
carer
employed?
Relationship of loved 
one
Name o f loved 
one
Adam 67 University No Wife
Claudia 81 Secondary
school
No Daughter Lisa
Marco 78 Secondary
school
No Wife Carmen
Michael 79 Secondary
school
No Wife Irene
Paula 41 University No Mother
Peter 76 University No Wife
Philipp 61 High school Yes Wife Livia
Table 6: Demographic data of the informal carers
* These loved ones had died shortly before the interview
2 High school means top level of secondary school. Secondary school: after completion of primary school education, students in 
Switzerland proceed to a Secondary school. This is either a grammar school or a secondary modern school.
3 Christine and Lisa received their cancer diagnosis when presenting with the wound.
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3.7.2. Location and duration of the interview
The location of the interviews was chosen to suit all parties (see also measures for quality 
management). The duration of the interviews was between 55 and 95 minutes with a median of 
73.13 minutes (see Table 7).
P = patient 
1 = informal 
carer
Name of 
interviewee
Location of interview Duration of 
the interview 
in minutes
P Anna At her office 90
P Berta At home, in her living room 65
P Carmen At home, at the kitchen table 80
P Christine Front seat of her car. Her dog was 
in the back.
The interview took place in a 
hidden side street in a major Swiss 
city
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P Helen At home, in the living room. Patient 
was lying in a hospital bed.
60
P Irene At home, at the kitchen table 75
P Linda At home, in the dining room 70
P Lisa At home, in the hobby room where 
dressings were changed
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P Livia4 At home, in the dining room 60
1 Adam At home, in the living room 65
1 Claudia At home, at the kitchen table 95
1 Marco4 At home, at the kitchen table 80
1 Michael At home, at the kitchen table 60
1 Paula At home, in the living room 70
1 Peter At home, in the living room 95
1 Philipp At home, at the kitchen table 65
Table 7: Location and duration of the interviews of the patients and informal carers.
4 Livia and Marco were interviewed together; all others were interviewed separately
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3.7.3. Reflection on the recruitment process and the interviews
The recruitment of interview informal carers turned out to be more difficult than I assumed initially. 
To begin with, the population of those with a malignant fungating wound is small; in addition, the 
population of those with a malignant fungating wound who live with an informal carer is very small. 
Because of this, and after consulting with my supervisors, I included some patients without an 
informal carer and informal carers whose loved one had died (they died 2 months prior to the 
interview).
Most of the interviews took place in the apartment or house of either the patient and/or the informal 
carer. One patient asked me to come to her office. Another patient rescheduled her interview twice 
due to a lymphatic drainage appointment. This interview was due to have taken place in her apartment. 
As she wanted to talk about her experiences, she invited me to conduct the interview in her car. The car 
was parked in a back street and in addition her dog was in the back. This was a big challenge for me 
but demonstrated, firstly, how embarrassing living with such a wound is and, secondly, the different 
types of location where the researcher can collect data.
I started all interviews with the same question. I then made enquiries, posed the next question or 
introduced a topic that had come up during other interviews. Most of the interviews were 
emotionally charged, particularly when patients were talking about their contingent future. Prior to 
data collection, I was briefed by my supervisors. This was helpful as it was the first time I had 
conducted interviews within a vulnerable group. Salazar (1990) argued that the personal qualities 
of the interviewer and the kind of questions asked are key determinants of the outcome of the 
interview. In addition, to maximize the accuracy of the interview and to recognise the potential for 
bias on the part of the interviewer as well as the attention to the characteristics of the respondents 
the interview has to be well prepared (Salazar, 1990). That is why I reflected on all interviews. The 
first interview has additionally been analysed with my supervisors. Generally speaking, I was 
happy with the progress of all the interviews. Initially, I should have returned to some areas in the 
interview to get a more in depth experience from the interviewee. During the course of the series of
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interviews, I learned how to pose questions in such a way that the interview informal carer narrated 
their experiences in depth.
To ensure that all subjects were covered, I always checked the interview guide (see Appendix 2). 
The interview guide helped me to structure the interview.
3.7.4. Interview and gender
Conducting interviews as a male in a population of female participants risks introducing bias in the 
results as researchers often assume that respondents give more accurate information to 
interviewers of the same sex (Rogers 1990; Sorlie et al. 2006; Worth et al. 2009). My experience in 
all interviews was that patients or informal carers willingly narrated their experiences of either living 
with a malignant fungating wound or taking care of their loved one with a malignant fungating 
wound. The literature confirms that male interviewers elicit more response effects than female 
interviewers, especially from female participants (Sorlie et al. 2006). The literature also states that 
female participants present more desirability effects than male participants (Bond Sutton et al.
2003). During the interviews I could not perceive any difference between male and female 
participants so I cannot corroborate the arguments of Bond Sutton et al (2003).
3.8. Data analysis
The audio recording was transcribed verbatim from Swiss German into Standard German by the 
researcher. The transcript was checked by the researcher for its completeness.
The analysis began after the first interview. The first provisional subjects were included in the 
interview guide and were explored in the subsequent interviews.
Analysis of the interviews involves four steps, as described by van Manen (1990):
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1. A verbatim transcription of the interview is made. This was done by the researcher. In doing 
so, the whole interview was transcribed from Swiss German into Standard German. If a 
word or an expression could not be translated because an equivalent word does not exist in 
Standard German, the Swiss German word was taken and was furnished with double 
quotes. The text was written using the qualitative data management program MAXqda2® 
(see also section 3.8.1. Data management).
2. The transcripts were read in an attempt to become immersed in the text, in order to identify 
and discover the essential qualities of the narrated experiences. This process was guided 
by the two research questions. During this phase of the analysis, I marked all phenomena 
that responded to the research question. This is how phenomenological reduction occurs, 
that is, pure phenomena are isolated compared to phenomena that are already known 
(Polit and Hungler 1999).
3. After rereading the transcript, the marked thematic phenomena are isolated and abstracted 
(Smith et al. 2009). For example: “Once I was in the office and it was lucky that I was 
wearing a jacket over my blouse. I suddenly noticed that my bra and blouse were full of 
blood”. The abstracted version was: “Wearing jacket over bloody blouse and bra in the 
office”. To use van Manen’s (1990) approach, the researcher has to read the transcript 
several times asking the question “What expressions, phrases or parts of the text are 
essential to the phenomenon or the experience described by the interviewee?”
4. The final step involves analysing how each phenomenon will be categorised. 
Categorisation has to make sense of the essential meanings of the phenomenon. In doing 
so, common phenomena from the various interviews were identified and collated. The 
identification was made using the computer program MAXqda2®. Here I highlighted similar 
phenomena and regrouped them. Themes emerge out of this regrouping. These themes 
represent the different categories (Smith et al. 2009).
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3.8.1. Data management
To organise and format the data, the qualitative computer analysis program MAXqda2® was used. 
MAXqda2® is a state-of-the-art tool for professional text analysis and supports the researcher who 
is performing qualitative data analysis, helping to evaluate and interpret texts systematically.
3.8.2. Quality management
The quality of data handling was assured by following the quality factors defined by Mayring 
(2003). The different quality factors will now be explained:
Semantic validity
The categories found represent the basic interview content. During data analysis, the researcher 
involved his supervisors periodically so that the intercede-reliability and interpretations can be 
checked. A second person recodes a selected part of the text. This coding was checked if there 
are differences.
Communicative validity
The results of the interviews were discussed with those informal carers who expressed interest. 
Carers gave agreement to attending this review when they gave informed consent. The results 
have to mirror the lived experiences of the patients and their informal carers. The results have to 
be presented in a logical and comprehensive way so that medical staff can enhance their 
knowledge and transfer the findings into their practice.
Vicinity of the life-world
The interview was conducted in a place of the participant’s choice. This could be at home or in 
another familiar environment.
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Policy documentation
The approach was documented in depth. All stages of the research process have to be 
comprehensible. The prior knowledge of the researcher is noted.
Rule conducting
The data was handled systematically (Mayring 2003; Mayring and Glàser-Zikuda 2005). 
Modifications, such as adaptation of the interview guidelines in response to the results of the 
interview, were documented and justified.
Scientific attendance
Data collection and data analysis were reflected on. To identify similarities and first themes the first 
interview was translated from German into English and was then reflected on with the researcher’s 
supervisors. The first step involved immersing myself in the original data. I undertook this step 
initially as I transcribed the interviews and was reading and re-reading the transcript. The next step 
was initial note making. This step examined the content and use of language on an investigative 
level. At this stage I had to keep an open mind to detect within the transcript everything that 
responds to my research question. This means all key words, phrases and explanations were 
identified and abstracted. Together with my supervisors I looked for connections across the 
emerging themes. The initial themes were then included in the subsequent interviews.
3.9. Methodological challenges in cross - languages
When conducting an English language qualitative study in a language other than English, the 
interviews or the results of the interviews have to be translated. In doing so the translator may 
influence the research. By making assumptions about equivalent meaning, the translator is also an 
analyst and a cultural broker (Squires 2008a). Social life can be seen differently in different 
languages. This is a challenge for the researcher from a methodological and epistemological point 
of view. The validity of a work may be directly influenced by the dynamics of the researcher and
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translator (Esposito 2001; Squires 2008b). Understanding of the research and the emerging results 
may be inhibited if the researcher does not consider the translator as a co-worker. Study design 
and validity may be weakened if relationships and methods used to address linguistic challenges 
are not described. In fact explanation of the decision process is fundamental in qualitative 
research.
Language may be changed during translation. It is important that the literal meaning of a word is 
translated during the translation as well as its relationship to the context. The context might be 
either the sentence or the location where the interview took place (Esposito 2001). An accurate 
translation of the statements of participants in the study, whether at a technical or conceptual level, 
is called conceptual equivalence. In a poor translation, the conceptual equivalence of the 
statements of the interviewees may be lost and the meaning of the statements changed due to the 
way they have been translated. This is important because some of the terms or concepts used in 
health care language frequently do not exist in other languages. Squires (2008) stated in her work 
that phenomenological approaches involving translation of participants’ words and sentences are 
not susceptible to cross - language designs (Squires 2008a; b). This is in contrast to most 
qualitative research designs.
In my research I used a phenomenological approach and I used cross-languages. In my opinion, 
the way I did it does not lead to contradictions. Firstly, Swiss German is only a spoken language as 
our written language is Standard German and, secondly, the analysis of the data took place in 
Standard German. Only key statements were translated into English so as to be able to draft the 
results part. These key statements have been validated through the auspices of Dr. Ingrid Eyers of 
the University of Surrey. Sometimes I had to use an extreme form of language in the statements to 
translate these key statements into English. This was to retain the significance of the original text. 
Swiss German is the everyday spoken language of all levels of society in the German part of 
Switzerland. The written language in the German part of Switzerland is normally Standard German.
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Standard German is used in education, in multilingual parliaments, in the main news broadcast or 
in the presence of German-speaking foreigners.
3.10. Ethical considerations
Interviewing patients and their informal carers may stimulate appraisal, self-reflection or catharsis 
as well as a remarkable degree of self-disclosure. As a result, the researcher has to consider these 
factors and determine what interventions are needed to maintain the interviewee’s well-being.
When carrying out research interviews, especially with vulnerable people, three basic ethical 
principles have to be followed (Beauchamp and Childress 2001). These are nonmaleficence, 
respect for people and justice. The principle of nonmaleficence contains dimensions such as 
freedom from harm or exploitation and a risk/benefit ratio (Polit and Hungler 1999). Freedom from 
harm and exploitation takes into account the physical and psychological effects that the research 
may have.
This study deals with a taboo subject which can be difficult for participants to talk about. That is 
why the conversation might be stressful. The conversation may also influence the patient-informal 
carer relationship as it may disclose problems that the patient and the informal carer have never 
talked about. In this research, the interview could be emotionally charged and cause distress to 
some participants. In this case, the researcher has to use empathy, knowledge and skilfulness. 
Due to the sensitivity of the subject and the different kinds of experiences being discussed, it is 
important to conclude the interviews in an appropriate way. This means thanking the participants 
for their honesty and their openness as well as informing them of the importance of the various 
tasks discussed during the interview. It is possible that further discussion with other people will be 
necessary. In addition, the patients should be given information about the availability of counsellors 
and other services.
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In terms of risk and benefit, it is important to find a balance between the potential harm that might 
be caused by interviews on a sensitive subject and the potential benefit of a more profound 
understanding of this subject. Benefits for the participants might include them gaining the feeling of 
being able to cope with their lived experiences and to learn from them. Moreover, they have the 
chance to talk about their experiences and have someone to listen to them. The interviewer 
reminds the participants that they can withdraw from the study at any time and that they do not 
have to answer a question if they feel uncomfortable during the interview.
The principle of respect for people or respect for human dignity covers the right to self- 
determination and the right to informed consent (see appendix 4). The right to self-determination 
will exist during the entire interview. Informed consent informs the participants about their right not 
to participate. This information is given in a manner free of any compulsion. Participation in the 
study is voluntary. The participant is informed about the study in a language that they understand, 
especially when talking about the purpose of the study, the procedure, the benefit and eventual 
risks of the study. The interviewees are not forced to talk about issues that they do not want to 
discuss. The participants must know that they can withdraw from the study at any time and that 
they can refuse to answer a question without any adverse consequences for them or their medical 
treatment. This information is given verbally as well as in written form. This ensures that 
participants are aware of the risks and benefits of participating. For participation in this study, a 
written and signed consent form is made available. The researcher has to be aware that in 
qualitative research the risk of unforeseen issues can never be completely forecast (Munhall 
1991).
The principle o f justice ensures that participants are treated in a fair manner. It also ensures that 
the researcher does not profit from his power. In relation to privacy, participants are assured that 
all the information obtained during the interviews will be handled confidentially (Polit and Hungler
1999). This is important because complete anonymity is not possible as the interviews are held 
face-to-face. Confidentiality also means that it is not possible to connect the responses to the
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interviewees. The data that are not yet anonymous are treated confidentially and are only 
accessible by the researcher. The researcher is bound by professional secrecy. The data are 
analysed anonymously. The participant’s name as well as the location are substituted by letters in 
the transcript so that it is not possible to identify a participant. Personal data (name and address) 
are only mentioned on the first page of the transcript, along with a code for that participant. The 
questionnaire, the tape, the transcribed interview and the analysis sheet are marked with this code. 
The list with the codes is only accessed by the researcher. All the research documents are kept in 
a lockable desk drawer in the researcher’s office at home. The supervisors of the doctoral thesis 
are committed to dealing with the data in a discreet manner. Personal indications are changed in 
the transcript and publications so that identification of a participant is not possible. The tapes will 
be erased two years after the end of the study.
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Chapter 4 Results
4.1. Introduction
The care of women with a malignant fungating wound presents significant challenges for the 
patient, her informal carers and health care professionals. Malignant fungating wounds have 
physiological and psychological consequences for both the patient and their informal carers. In this 
chapter I discuss how women tried to manage the wound by themselves. The informal carers 
assisted their loved ones in medicating the wounds or wholly took over care. During care of the 
wound both parties were confronted with wound-related symptoms like exudate, wound odour, 
wound pain, bleeding and itching. They felt disgust at and were embarrassed by such symptoms, 
with detrimental consequences to their social life. To minimise disgust and embarrassment the 
women and/or the informal carers developed strategies and acquired skills to manage the wound.
Illness with unpleasant symptoms brought about a change in the relationship between the patient 
and carer. Their previous perspective of the roles within their relationship was superseded. Normal 
daily activities, including leisure time activity, had to be suspended. Care of the wound became the 
centre of their life together. Most women and informal carers reached the limit of their capacity to 
manage the wound as ever-different problems arose from massive growth of the wound and 
perpetually changing problems due to the condition. All interviewees were looking for professional 
help. But most of them did not get the support they desired. This meant that they were often on 
their own. The results part of this thesis is subdivided into the experiences of the women and those 
of the informal carers. To gain in-depth insight of their experience of living with a malignant 
fungating wound the women and the informal carers were interviewed separately.
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4.2. Experiences of the women
The experiences of the women all showed that living with a malignant fungating wound was 
challenging. Seven out of nine women (see table 5, chapter 3, section 3.7.1 “demographic data”) 
already had a diagnosis of breast cancer and had lived with it for many years. Receiving a 
diagnosis of breast cancer was for all women already a trauma. Some had had a mastectomy or 
breast-preserving surgery while others had received other types of cancer treatment 
(chemotherapy, radiotherapy, hormones). Following such treatment, they had lived for years 
without any symptoms until their breast exulcerated. But two women (Christine and Lisa) were only 
diagnosed when the tumour on their breast broke through the skin. They did not pay attention to 
ulceration on their skin, thinking they had hurt themselves, so blocked it out of their mind.
Initially all women tried somehow to manage their wound by themselves. At this stage they were 
confronted with wound-related symptoms like exudate, wound odour, wound pain, bleeding and 
itching. These symptoms aroused revulsion and had a significant impact on their psyche. They 
were embarrassed by such symptoms, which had consequences for their social life. To minimise 
embarrassment, they tried to manage their wounds themselves. Each patient developed her own 
wound management strategy. Most of the women exhausted their capacity to manage the wound 
effectively, following which they would try to improve their situation by seeking professional help. 
But for most this attempt was disappointing as the requested support was not forthcoming. 
Therefore most of the interviewees again found their own way to treat their wound to enable them 
to return to a quiet normal life.
In the following section, the narrated experiences of the interviewees are subdivided into these four 
categories: “Having simply to deal with the situation”, “No one helped me”, “Having this problem is 
very embarrassing” and “Putting up with the wound recovery”.
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Categories Subcategories
1. Having simply to deal with the situation Odour coming from the beast to 
the nose
- Festering like a running nose 
Never knowing if it bleeds or not
- Bursting because of the terrible 
pain
- Scratching day and night
2. No one helped me Nobody was able to help: ‘I was 
totally helpless’
- Not being able to council
- Searching for useful information
3. Having this problem is very embarrassing Being so unpredictable
- Not becoming a burden
Usual attractiveness 
disappeared
4. Putting up with the wound recovery - Wanting a normal life back
- Empathising with the patient is 
desired
Table 7. Overview of the categories and subcategories that emerged out of the interviews with the 
women
4.2.1 Having simply to deal with the situation
Seven out of nine women reported that living with a malignant fungating wound gave rise to new 
challenges in their life. This meant that the wounds changed their life completely. The wound was a 
visible sign of advanced disease. Different kinds of strategies were used to manage the situation. 
The main problem was how to manage wound symptoms as well as the side effects of cancer 
treatment. The women had to adjust their activities of daily life.
This category “Having simply do deal with the situation” deals with the subject strategies the 
women deployed to hide and disguise the visibility of their cancer. The women said that, due to 
treatment of the disease and/or prevention of wound-related symptoms, they had to adjust their
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daily life as their cancer and the wound progressed. The breakthrough of the tumour on their 
breast was the point at which the cancer became visible and they had to cope with such 
problematic physical symptoms as wound odour, bleeding, wound pain, leakage, or itching. All 
interviewees initially managed the situation as best as they could by themselves. A range of 
strategies were used to manage the situation. Initially it was difficult for the women to dress their 
wounds because of the uncontrollable and unpredictable symptoms that could appear at any time 
during the day or night. Different kinds of material were used to dress the wounds.
This category is subdivided into five subcategories: “Odour coming from the breast to the nose”, 
“Festering like a running nose”, “Never knowing if it bleeds or not”, “Bursting because of the terrible 
pain”, and “Scratching day and night”. In the following these five subcategories are described.
4.2.1.1. Odour coming from the beast to the nose
Wound odour was a symptom that eight out of the nine women mentioned as an issue that caused 
them distress both socially and physically. This subject is identified in most research as one of the 
main symptoms as it is causing most distress to women, informal carers and health care 
professionals (Grocott 1999; Young 2005; Grocott 2007; Probst et al. 2009). Wound odour is one 
of the most difficult symptoms to treat (Price 1996) as malignant fungating wounds are 
polymicrobial, containing a wide spectrum of aerobic and anaerobic bacteria (Bowler et al. 1999). 
Malodour is a subjective issue that depends on many variables such as the patient’s ability to 
perceive odour (Holloway et al. 2002). Helen explains how she felt and how she dealt with the 
situation of wound odour:
“Yes it came from your breast directly to your nose, well you smelt it yourself. That is awful. 
You cannot describe this smell. It is awful. Well it’s as if somebody was mouldy. And I had a 
feeling that other people smelt it too. So I started to stuff towels and things in it to close it, 
so that the smell does not appear straightaway. But, dealing with it that way worked for a 
bit.”
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Like Helen most of the women tried everything they could to hide this odour. The problem with this 
symptom is that it is difficult to hide because the management possibilities are limited to three main 
elements: systemic metronidazole, topical metronidazole and/or antimicrobials and charcoal 
dressings (Grocott 2000). This demonstrates anew that malignant wounds are associated with a 
significant symptomatic burden that can cause distress (Maida et al. 2009). Helen explains how 
she, as the affected party, smelt it first but most of the time felt that people in her environment 
could smell it too. To hide the malodour was a major task. The women repeatedly packed materials 
they could get hold of around their breast to catch the discharge to prevent the smell permeating. 
This constant anxiety influenced their daily activities and caused distress.
Wound odour was something all women mentioned as an issue that caused them distress. The 
participants could smell it so they tried everything possible so that they would not smell the wound. 
It was difficult to hide wound odour as my field notes illustrated: “Opening the front door I smelt a 
putrescent odour. This odour became more intense in the living room and every time the patient 
made a move the malodour was amplified. I don’t know if the patient noticed that.” Wound odour 
had a significant impact on their daily lives as Linda reported:
“Well I had a very large hole. And then it festered, well you know there was this yellow fluid. 
And in time it started to smell. That was very unpleasant. And I always thought everyone 
else could smell it. I have a very sensitive nose. And I always smelt it, well it came from 
down there up to my nose. And so I asked myself: If I smell it will others smell it too? And 
they did it I am sure. So I washed it with cold water before I met anyone.”
It has been recorded in the literature that odour is a very distressing factor in the management of 
the wound as women with malignant fungating wounds experience great mental anguish (Bird
2000). Berta even used water to try to keep the wound odour under control:
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“Well I rinsed it more often with lukewarm water, so it got clean again. And then I put on a 
new band aid. And it went OK for a little while until the smell came through again. Yes 
sometimes it took longer but sometimes I had to do it every hour. That was very 
unpleasant. I was very limited by this.”
Both statements show the intensity of the work to bring the wound under some kind of control and 
order. Moreover the women used lots of dressings. Again, my field notes show this: “The fire place 
is not useable anymore as all sorts of dressings whether gauzes or absorbent dressings from 
different manufacturers are lined up there. Next to it there is a bin full of smaller sealed plastic 
bags. It seems the patient uses a lot of materiaf’. Every patient spoke of her strategy for bringing 
the wound odour under control. Anna did it this way:
7 usually took a lot of tissues and closed the wound. If I thought anyone could smell it I 
used lots of perfume. That way I had no problem being in contact with other people.”
Some patients (Helen, Berta and Lisa) said they thought that their body was putrescent like rotten 
meat. They used all kind of materials to seal the wound as Helen explains.
“In the beginning I was told about the smell by several people. That was very stressful for 
me especially when someone told me I stank. So I washed it several times a day with cold 
water. This odour was really terrible. You might compare it with the smell of a piece of 
rotting meat. So I sealed it with gauze and put essential oils on it. Apart from that I used lots 
of perfume.”
This statement shows how stressful it is living in a body that feels like it is rotting. Living with a 
smell that makes an association with rotting means that there are no boundaries on Helens body. 
The unpleasant smell may escape unobstructed. It also demonstrates how skilled and creative the 
women were in for example using perfume or essential oils. They had to come up with that strategy
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by themselves as no-one else could help. Moreover, the malodour and the intensive labour of 
cleaning and dressing the wound was one factor that drove some women into isolation.
4.2.1.2. Festering like a running nose
As well as wound odour, bleeding and pain, festering due to exudate caused some problems for a 
minority of the women:
“Well if it was festering I dried it with kitchen paper. I always carried kitchen paper. Well I 
have to say sometimes it was very productive. Then I used a lot of kitchen paper. And I had 
to change it over and over again. Yes, sometimes five to six times a day.”
Even this statement by Carmen shows how labour intensive management of the exudate was. 
Further, it demonstrates how much distress the symptoms caused in losing the control over her 
boundaries of her body. Being distressed about leaking from the wound and being concerned this 
might be obvious to others is confirmed in the literature (Grocott 2000; Lund-Nielsen et al. 2005). 
These wounds tended to have a large amount of exudate and a lot of dressing material was 
needed. On the one hand, this gave rise to a financial burden for the women, as well as needing to 
focus on the wound every day.
As another example, Helen expressed her experiences of being stressed due to the large amount 
of exudate:
“It was festering like a running nose. I had to wash my clothes all the time. Well I changed 
four to six times a day. That was so labour intensive. Well, so I decided to expose my 
breast to the air and waited until it dried up a bit.”
Further consequences of losing the physical boundaries like uncontrolled festering demonstrate 
the stressful demand of frequent clothes washing and the kinds of strategy Helen used to protect 
herself. This could lead to women cutting themselves off socially.
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Lisa reported the embarrassment wound leakage caused her and how time consuming dressing 
the wound was:
"And this leakage, I hate it. Every time I woke up my nightdress was wet. This shocked me 
every time. And this wasn’t the only time of day it was a problem. I had to redo my dressing 
nearly every four hours because it was leaking. It was so stressful. It took so much time and 
a lot of material. And when you dressed it you do not know if what you did was right or 
wrong. Before going out I had to think about so many things, like how long would this 
dressing last. It was so time consuming. ”
Uncertainty whether the dressing is applied correctly, due to the constant leaking, has a big impact 
on the psyche. The literature demonstrates that uncertainty during illness experiences such as 
cancer may result in anxiety and fear and distress (Edwards and Clarke 2004; Friedman et al. 
2006).
The comment above shows how the women have to live in a body that cannot be trusted. The 
uncertainty derives on one side from using inadequate dressings which in turn leads back to the 
lack of knowledge on the part of health care providers. On the other side this statement highlights 
also the lack of the ability to plan ahead their daily activities but also their future.
Due to the time consuming nature of applying dressings, the interviewees isolated themselves from 
their family and friends. This means that they lived one day at a time or, as Charmaz (1997) put it, 
they exist from day to day so that they can manage their life. To do so they have to blank out the 
future. Blanking out the future could also be a coping strategy for the women. Blanking out could 
also been seen as a denial of their illness and could be a reason of the delay of the diagnosis. With 
such a strategy they try to cope with their illness as best they can (Charmaz 1997).
4.2.1.3. Never knowing if it bleeds or not
Six out of nine participants mentioned that bleeding affected their life. Anna for example was self- 
employed and had to go back to work because she worked alone and was afraid of losing her
69
clients. On one occasion in a work meeting, the wound began to bleed and blood was seeping into 
her clothing. To manage this situation she always had spare clothes in her office so she could 
change and continue with her work.
"Yes, once I was sitting in the office with a client, yes, and I was lucky that I was wearing a 
jacket, because my bra and my blouse were again full of blood. Yes that was very 
unpleasant. So I had to go and change.’’
Bleeding could also occur at any time during activities of daily life. The unpredictability of wound 
symptoms was problematic. In other studies researchers describe how unpredictability can 
influence how participants perceive their illness (Charmaz 1997). It affected the daily life of all the 
women in this study. Helen described how bleeding caused her distress as it became 
unpredictable and uncontrollable:
"Yes from time to time it bled very strongly. Yes, sometimes immediately after I showered. 
Then I usually had a crust which was macerated and I rubbed it off and then it bled again. 
So I had to hold a towel against it until it stopped. This happened so often. I had so much 
laundry. It was so stressful. Even during the day you never knew if it would ooze or not.”
Various methods were adopted by the women to get bleeding under control. Some used 
complementary therapies, such as Berta who consulted a variety of alternative medicine books:
"It bled from time to time. So, as I read in my books, I used cold water for the haemostasis. 
Sometimes I used curd cheese, well I made a compress with some curd cheese. Using 
these methods I had nearly everything under control. “
This statement shows how Berta used alternative methods to get her symptoms under control 
unlike those women who felt helpless and did not know what to do.
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Further Berta talked about the stress of controlling the body fluids. Body fluids are normally 
contained within the patient’s body. But here from time to time the body is leaking and emits the 
fluids to the outside. For the women it was important to have these symptoms under control. 
Having everything under control meant that their body got bounded.
Certain activities, such as the weekly pattern of going to the sauna, could not be undertaken 
because of physical symptoms like bleeding:
“Yes, because of the wound I could no longer go to the sauna. I used to go to the sauna 
every week. Yes, yes occasionally it was bleeding very strongly.”
This statement illustrates how constricting it is to live in an unbounded body. In Switzerland, going 
to the sauna is a very common activity especially during winter time. Because of the 
unboundedness of their body the women had to dispense with many of the activities of their daily 
life. Curtailing such activities also lead to going into social isolation. The literature demonstrates 
that there is a relationship between social isolation and poor healing of the wound (Brown 2008). 
This relation emerges also out of the experiences of the women. Here the women had to deal with 
their unbounded body by managing their body fluids. This management drove some like Berta or 
Anna in a social isolation. Studies concluded that patients suffer from social isolation as a 
consequence of their disease (Moffat 2001).
4.2.1.4. Bursting because of the terrible pain
In addition to management of malodour and bleeding, the women reported wound-related pain as 
having a serious impact on their quality of life. Physical pain caused by malignant fungating 
wounds is a complex phenomenon. This pain might be caused through the growing tumour, the 
pressure of the tumour on other body structures, swelling resulting from impaired capillary and 
lymphatic drainage, wound infection, exposure of dermal nerve endings or due to the change of the 
dressings (Grocott 2007; Probst 2010). Going to a physician to get some pain killers meant that
71
they have to show their wound to them. Most of the women did not want this so they bought over 
the counter pain medication. This was because they were embarrassed to show their wound to a 
health care professional. Others who went to a physician received a prescription for pain 
medication. Most of the women were afraid to take a lot of pain killers. That is why the prescribed 
medication was either taken irregularly or the prescription was never converted. Livia for example 
did not go to a physician and bought over the counter pain medication:
“Yes sometimes I nearly burst because of this terrible pain. Yes it was really terrible. I would 
cry. I would take every sort of over the counter pill but they did not relieve the pain. The only 
thing you could do was waiting until it had gone. If you go to the doctor you get some 
painkillers that make you addicted to. That is why I wait until it had gone. ”
This statement by Livia shows how much the women suffered. According to Walwyn et al. (2010) 
pain has traditionally been under-treated for a number of reasons. The most significant reason is 
that pain is considered as a symptom of the primary illness, and the medical focus has been on 
treating the illness without addressing the associated pain (Walwyn et al. 2010). Even though Livia 
was suffering she was afraid to go to the doctor as she was scared of becoming addicted to 
opioids. Paice et al. (1998) describe in their survey of 200 cancer patients that a majority of the 
patients (55.6%) reported that they were concerned of becoming addicted to pain medication 
(Paice et al. 1998).
The description of bursting is referring to the neurogenic pain. This pain arises as a consequence 
of disease or damage to the nerve system (Vuolo 2009). Here for example the WHO pain ladder 
may not be sensitive (Grocott 1999). In this type of pain anti-epileptic drug or nerve-block are 
effective (Grocott 1999; Dowsett 2002). Berta for example was also using a metaphor to 
characterise her wound pain, such as “stabbing breast”. Such characterisation revealed a basic 
feature of patient’s experiences. This phenomenon shows how closely the interviewees observed 
and dealt with their wound. Berta’s wound pain experience demonstrated this:
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7 suffered so much from it. It was like somebody was stabbing your breast with a 
stick."
Different methods were used to manage symptoms such as wound pain:
“Oh and when there was that pain I placed my hands on my breasts. Don’t ask me what it 
was but the pain went away. But when the pain became severe, somehow I lost my own 
healing power (which we all have). I lost it. This totally ate me up.”
This statement by Berta illustrates the diversity of methods used by women to treat the wound 
themselves. Some of the women (Berta and Livia) believed their wound was an act of nature, 
beyond control. Such methods gave them the power to have everything in their life under control. 
They see this as their own healing power. Many people have an intuitive sense that, for example, 
talking to themselves can be healing.
Also many of the women used complementary therapies. The use of complementary therapy in 
Switzerland is common as it is paid by most of the health care insurances. But, as wound-related 
symptoms like wound pain got stronger, this power could not be relied on anymore.
4.2.1.5. Scratching day and night
Itching was a problem for some of the women and was more difficult to manage compared to other 
symptoms. Christine and Livia mentioned this as a symptom but this was not the case in the other 
women. Most women experienced tension in their breast. This tension usually indicated that in a 
few days’ time they would have to deal with itching (Haisfield-Wolfe and Rund 2002; 
Neuenschwander 2006; Grocott 2007). Livia reported:
“In the beginning I got these tensions in the breast so I knew that a few days later I would 
have a problem with itching. So I usually listened to my body and put something cold on it 
to prevent the itching. Sometimes it worked, sometimes it did not.”
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This statement demonstrates the way Livia understood and listened to her body. Lundgren and 
Bolund (2007) report in their phenomenological study with 10 cancer women that there was a 
connection between body and mind. Further Lundgren and Bolund demonstrate that the 
participants were striving towards positive thinking to help the body combat the disease (Lundgren 
and Bolund 2007). With listening to the own body Livia is interpreting her symptoms. Here it is 
about subtle changes of feelings and small signs that only the women can feel.
Even for Christine itching was a big problem:
“Well this itching was a big problem. I found out that applying tissues or ointment of 
marigold could relieve it a bit. But I can tell you I would scratch day and night.”
Livia’s and Christine’s statements show clearly how skilled they were in managing their own 
wound. In addition, it demonstrates that they had to figure out different kind of solutions to take 
charge of their wound-related symptoms. Marigold is described in the literature as an anti­
inflammatory substance and has a cooling effect (Cravotto et al. 2010).
4.2.1.6. Summary of having simply to deal with the situation
It emerges from this category “Having simply to deal with the situation” that the women tried 
everything to hide and control the wound related symptoms. Wound odour caused the most 
distress followed by bleeding, pain, leaking and itching. Living with these symptoms meant for the 
women that they had a lack of control over their physical boundaries. This section identified that 
women were able to listen to their wounds and bodies and could identify changes occurring and 
managed symptoms of the wound. This demonstrates the complex relationship between the 
meaning the symptoms embodied for the women but also the way women handled the wound 
themselves. The problem was that management of the wound-related symptoms was an extremely
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complex and time consuming task for which the women often had inadequate skills, materials and 
dressings support.
4.2.2. No one helped me
Women also experienced a lack of help from health care professionals regarding their wound and 
therefore they had a go at managing the wound themselves. Participants reported that they were 
deeply disappointed by the lack of professional help and access to help in relation to managing the 
wound. Self-care strategies sometimes gave relief, however they were often ineffective. Three 
subcategories are identified in this section - “Nobody was able to help: ‘I was totally helpless’”, 
“They are not able to counsel you” and “Searching for useful information”- were identified that 
describe the women’s’ experiences. All subcategories emphasise how the women were distressed 
when they encountered the helplessness of professionals.
4.2.2.1. Nobody was able to help: ‘I was totally helpless’
Anna, Berta, Christine, Carmen, Livia and Lisa were helpless in relation to managing dressings, 
malodour of the wound and other problems such as, bleeding, exudate, pain and itching. Christine 
expressed her worries as follows:
7 was totally helpless in this situation. I did not know what dressing to apply. Nobody could 
help me. Nothing I tried worked.”
Christine’s statement shows how difficult it was for the women to manage the dressings. Sand et 
al. (2008) described in their study that amongst other things symptoms like pain or anxiety but also 
living within an uncertainty was a bad experience for the participants. This uncertainty that no one 
knows what could happen brought powerlessness and helplessness to them (Sand et al. 2008). 
The feeling also contributed to the progression of the advancing disease. Helplessness emerges 
also out of Christine’s statement. It is this uncertainty as to whether she was doing the right thing
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as there was no treatment doctors can give her for this advanced disease. Most of the dressings 
that Christine tried just did not work. Her problem was that her wound was festering and her cloth 
got wet. This was very frustrating. The fact of being helpless in this situation emerged also out of 
my field notes: “The helplessness of not getting any support was demonstrated that she drooped. It 
is like she was embarrassed that she could not find a solution for her problem.”
Although interviewees looked for help from health care professional and pharmacists in relation to 
appropriate dressings, they were unable to find practical help. In other studies, researchers report 
that the lack of knowledge and information provision on the part of health professionals may 
frequently lead back to powerlessness and frustration with the whole situation (Van Hoof 2009) 
both on the part of the health professionals but also the women. Even when women were under 
medical treatment they reported that their doctors and nurses were unable to give practical advice 
about the wound. It has also to be noted that malignant fungating breast wounds are complex 
wounds in women who have multiple symptoms as well as requiring dressings. This wound is 
fearful for those undertaking such dressing-changes. Furthermore the intervention management is 
unclear. However, the absence of support can lead to dissatisfaction. Other studies describe how 
dissatisfaction with information can reinforce the helplessness of the whole situation (Rolland and 
Kalman 2007). Some of the women searched on the Internet for information and ideas on how to 
manage their wound or they bought health care medicine magazines to try to educate themselves. 
Others read alternative medicine books and searched for practical ideas on what they could apply 
to the wound to control exudate, bleeding and itching. Stoller et al. (1994) described in their study 
that many patients manage their symptoms on their own without consulting health care 
professionals. Patients usually get their information out of newspapers or magazines (Stoller et al. 
1994). Further showing a malignant fungating wound to a pharmacist could be very private and 
stigmatising.
Despite participants searches it was difficult for them to know which dressing material would work 
in their situation. This caused distress. Anna spoke of her experience:
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"No-one came up with ideas. I just had to find it out for myself. I was running from pillar to 
post to get something for it. Yes, I finally found these wet wipes. I could just apply them. 
Well, to begin with I took something like yarrow. I found these are the best so far. Then I 
applied them and covered them with the breast pads. And everywhere where it was open 
and where there was some pressure. Yes I have to say, nobody was ever able to help me.”
Anna’s statement shows that she found an effective way to manage the wound and to relieve some 
pressure by using yarrow wet wipes and breast pads. This demonstrates the versatility she showed 
in managing her wound in contrast to the health care providers who she reported had no ideas 
about how to treat it. This also meant she could control the wound. However, controlling the wound 
also involved the women in a struggle to achieve balance. For people who suffer a chronic illness, 
like Anna, it is often a struggle between controlling the illness and becoming controlled by it. 
Controlling illness means also controlling use of time and finding effective ways to manage the 
wound means that the person’s identity re-emerges as they spend less time trying to control the 
wound. This means that women will keep their illness in the background so they can pursue a 
career (Charmaz 1997). In the population studied Charmaz’s statement applies only to Anna. She 
was the only participant that was still working. Regarding the other women, Christine and Livia 
were also still employed but on sick leave because they were unable to control the wound 
symptoms. They had become controlled by the illness and were not able to work anymore.
Similarly to Anna, Berta reported that she had to find out how to treat the wound. She understood 
the importance of sterile dressings and uses carefully boiled handkerchiefs:
"Yes I first tried with paper tissues. But they stick to it. Then I tried it with boiled 
handkerchiefs. Yes, but only with boiled ones. Well at 95°C. Yes, that was the easiest way. 
I could wash them and then I ironed them so they are really sterilised. And then I put them 
into a plastic bag. Yes, I have always some to hand when I need them. Yes that’s how I 
have actually got by. ”
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For her part, Carmen found out that, similarly to Berta’s strategy, she could apply handkerchiefs 
and kitchen paper to manage her wound symptoms:
“I simply use these hankies and apply them and well, firstly I clean it a little bit out and then 
I apply them again. And yes I usually used boiled hankies. Well if I went out, I added some 
kitchen paper. Just in case.”
Using hankies and kitchen paper showed how profusely a malignant fungating wound could leak 
so a great deal of material was needed to contain the exudate.
Berta also describes the difficulties of choosing the appropriate dressing; she found that gauze 
usually stuck so like Carmen she used paper. In addition there was the financial burden of the 
expense of using gauze:
“For a time I used gauzes and then I thought are you mad. This was far too expensive. Yes, 
kitchen paper also serves the purpose. Yes, I have to say, the gauze usually stuck. Well 
mostly when the wound festered.”
A further problem for some women was how to apply the first layer of the dressing. The problem 
arose from the shape and size of the wound and symptoms like pain or exudate. So a bra for 
example could no longer be worn. Anna explains her experiences as follows:
“Well, I had to cover the tissues with something that does not hurt. Well you know it hurts 
with a bra. So I decided to look for another solution. I don’t mind telling you I tried nearly 
everything until I found these baby pads. These pads are for pregnant or breast feeding 
women. And that’s something else that cannot be found in the pharmacy. There’s nothing 
there except small patches and they do not help. I use something that pads. Otherwise it is
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very unpleasant. And yes, the best baby pads you can get on the market are from the 
grocer’s. Other brands like the ones you get in the pharmacy are useless.”
This statement how hard it was to find any material to dress the wounds even in a pharmacy and 
the pain and discomfort that the dressing material could cause. One reason why it is difficult for 
pharmacists to advise patients with such a wound could be because this is a relatively rare 
condition. Most pharmacists in Switzerland do not have a stock of specialist dressings like 
alginates or foam dressings.
Pain and discomfort in relation to the choice of dressings is also described in the literature. Bell et 
al. (2010) describe in their study that factors that contribute pain are dried-out dressings, followed 
by adhesive dressings and wound irrigation. More than half of the nurses in this study named that 
hydrogel never caused pain at dressing change (Bell and McCarthy 2010). Other studies suggest 
that pain is reduced by using moist wound dressings (Sibbald et al. 2007). The paradox is that this 
moisture may also enhance fluid so is not always appropriate for every wound. So principles are 
available but wound needs to be managed on an individual case. Also the pressure of the bra on 
the wound is an additional source of discomfort and for many had to be abandoned.
Some women struggled with the situation of the wound and were worried that it could get infected. 
Berta understood some of the principles of controlling infection by taking care to sterilise her 
dressing by boiling. And to prevent any infection she cleansed her wound regularly. Good wound 
bed preparation is the framework of modern wound care (Dowsett 2008). She cleansed her wound 
as follows:
“In the end I treated it every day with Betadine. Yes well I washed it, yes because of the 
inflammation and so forth. So that nothing could happen. But actually I find it very exciting, 
because something could really happen. The fact is that the body can rebalance itself and 
will never accept it. ”
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Identifying beliefs about the body and balance was important in Berta’s life. It helped her to 
manage the whole situation of her disease. Berta was excited that her wound did not get inflamed. 
Through that she was pleased with herself for managing and controlling her wound. That gave her 
confidence. According to her understanding, her body would get over the disease by itself. This 
might be a coping strategy in denying her cancer as she was afraid that anything could happen. 
The literature demonstrates that an avoidance-oriented coping strategy could be associated with a 
higher cancer-specific distress (Henderson et al. 2008). The only thing she was afraid of was 
getting inflammation or infection in the wound.
Many of the women (Carmen, Lisa, Helen and Anna) described how they managed their wound 
and how they did it without help from anyone else. Helen emphasised her experience of dealing 
with dressing changes by herself. The only help she had was for housework as she was not able to 
clean her apartment by herself. This was due to the fact that she had to spend much time to 
manage her wound.
‘‘Well I always did it on my own. Well community care came once a week to clean my 
apartment. But I did the rest by myself.”
Carmen however described how her husband and her closest friend wanted to help her with 
medication of her wound. She dismissed that offer as she wanted to handle the whole situation of 
the wound by herself.
“Some people wanted to help me, but I said I couldn’t let anyone. It was important to me 
that everything heals up. Yes, I think I have somehow a sense of health.”
Many of the women (Helen, Lisa, Carmen and Anna) medicated their wounds by themselves. 
Doumit et al. (2010) describe in their phenomenological study with ten women with breast cancer 
that being pitied by others was very disturbing so they were obliged to hide their disease and
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suffering from others. Further Doumit et al. (2010) reported that using positive coping strategies 
like hiding their disease was important during the cancer journey (Doumit et al. 2010). In the 
current study in some cases, this was so that they did not have to show the wound to someone 
else; in others so that no-one could question the treatment the women were using for the wound. 
The concern of some women was that the wound should heal as quickly as possible. These 
concerns may be coping mechanisms that are not based on a reality of the disease. Carmen for 
example believed that she could achieve that goal of healing her wound by using her sense of 
health. To support that she followed an advice of a clairvoyant and drank daily fresh squeezed 
grass juice.
Anna talks about the link between the wound and her femininity/sexuality; because of the wound 
she cannot wear a bra anymore.
“There was nothing special. I simply lived with it. Well, for me the most difficult thing was 
that I could not wear a bra anymore. This because I had it (the wound) so far down and 
then this (the bra) was just there, well yes the bra went straight through there where I had 
this thing (the wound). Just there.”
For some women like Anna, living with a malignant fungating wound on her breast was not life 
threatening. This was partly because she found a way to treat her wound and partly because the 
wound reduced in size thanks to her cancer treatment. As well as its size, her wound-related 
symptoms could be minimised. This meant she had a better quality of life than other women in the 
study as her wound related symptoms were under better control.
4 2.2.2. They are not able to counsel you'
When the women were looking for support, doctors were the first point of contact within the health 
care system. Most addressed themselves either to their general practitioner or to their
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gynaecologist. The results demonstrate that most of the doctors were unable to deal with the 
situation of the women and could not give the requested support. Some referred the interviewees 
and informal carers to another specialists whether an oncologist or a wound care nurse. Even 
nurses were reported to be unable to help.
Christine reported her experience of approaching specialist doctors and finding that they were ‘at 
sea’:
"None of the doctors could advise me but you could feel that they are completely at sea 
with my situation. You do not get any support. And they are doctors. I just find you are 
pretty much on your own with this as a patient.”
Christine describes the extent of the doctors’ ignorance of wound care. As Christine’s doctors 
could not give the support she was again by herself having to manage as best she could. Even 
specialist doctors according to the participants did not ask about the wounds and some did not 
observe or assess the wound. Those doctors who did examine the wound mainly treated the 
wound with dry gauzes. In Switzerland the doctors have to prescribe the dressings if not they will 
not be paid by the health care insurances. Because of the lack of support, participants were 
disappointed and some felt they could do nothing useful and thought that they were on their own 
with their problems. This affected their confidence in the health care professionals.
The only interventions doctors could offer were anti-cancer treatments. The focus of specialist 
oncological medical staff on treatments rather than symptoms is reported in other research 
(Rogers and Todd 2000). For most of the women, these treatments did not deliver the hoped 
improvement in their condition. Berta’s experiences were as follows:
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“When I went to the doctor because of my wound, he did not ask me what I did for it. He 
applied some gauzes to it and that was it. Then I just got these tablets. Yes, and he had no 
idea what else I might do. Well as a patient you feel he has no idea.”
Berta got from her doctor an oral chemotherapy treatment. She only took the tablets when she was 
in the right mood as she was afraid of the side-effects although she knew that these tablets could 
treat her disease.
Anna had a similar experience of encountering doctors who were unable to help with her situation. 
The only support her doctor offered was tablets as an anti-cancer treatment. Other support like 
counselling or symptom management was not offered.
“Well many doctors, well how it seemed to me was, the only thing they have to offer is 
(chemotherapy) and if you ask them for any other support they have no idea. They are 
relatively useless.”
Anna’s statement shows again how unable the doctors were and how complicated also the 
medicine was in not only prescribing but in medication compliance. The only effective way of 
keeping the wound and related symptoms in check was through an anti-cancer treatment. The 
perceived lack of support can be also due to the communication employed. Rogers and Todd’s 
(2000) show among other things that oncologists use certain communication tactics to control their 
agenda so that discussions are limited. The authors describe that the exploration of the 
experiences of the women who suffer from pain was mainly limited to the physical domain. The 
oncologists’ questions were primarily focused on the pain location (Rogers and Todd 2000). The 
literature demonstrates that not giving sufficient information to patients could be due to poor 
communication skills training (Fallowfield and Jenkins 2006). According to the women another 
factor was that some doctors did not work effectively to achieve their goal. They often treated the 
wound in an old fashioned ways as Lisa reported:
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“When I had this thing on my breast, I went to my gynaecologist. She told me that this is a 
fungal eczema and applied a Jelonet gauze and told me that she had applied a gauze with 
antibiotics. I found that a little bit strange as I read once that you cannot treat a wound with 
antibiotics. And so I wanted to ask the wound care nurse about this. She passed on a 
message that it is the right thing to do. But she never came by and looked at it.”
This statement shows what kinds of dressing doctors used to dress these wounds. Moreover, the 
dressing used (Jelonet gauze) does not contain antibiotics. And it demonstrates how skilled and 
knowledgeable Lisa was as she knew that this dressing did not have an antibiotic in it. Lisa was 
unsuccessful when she asked for professional advice as the wound care nurse was perceived to 
not take an interest in her wound. This might be because nurses felt inexperienced with this type of 
wound. Most doctors delegate the care of malignant fungating wounds to nurses as it is considered 
to belong in their competence set. The women therefore felt unsupported. Many interviewees 
mentioned that nurses were always friendly but had no idea how to treat such wounds. As Livia 
reported:
“Well, you do not get any support here. Actually it is the nursing staff. Well I have to say 
they are always friendly but they have no idea what they are doing. They have no idea what 
to apply and when you ask them for some support they cannot give you any. They are 
completely useless. “
Being unable to provide advice or support due to a lack of knowledge of the management of such 
wounds is a message that comes from the women. This means that nurses even in an oncology 
unit were unable to provide practical help. The reason why might be that not all nurses working on 
an oncology ward are trained oncology or palliative care nurses and the topic of malignant 
fungating wounds is not covered in all oncology nurse curricula in Switzerland. In the survey 
conducted in Switzerland as part of preparation for this project (see part 2) 75% of the nurses in
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reported they had not have received any further education concerning malignant fungating 
wounds.
It is stated in the literature that specific symptom management is often a challenge for nurses in 
oncology and palliative settings (Schulmeister and Gobel 2008). In addition Wilkes et al. (2001) 
reported that nurses find it frustrating to care for cancer women with uncontrollable symptoms like 
malodour. From women’s perspective health care professionals were not good at the care of the 
wound:
“Well basically I did not expect much. Well the thing was I was not even asked if I need any 
support and if they do anything, it’s without rhyme or reason. ”
Anna’s statement shows that she was not asked if she needed any support. Armes et al. (2009) 
demonstrated in their multicentre, prospective longitudinal survey with cancer patients that 
amongst other things 30% of the patients reported having five or more unmet needs. The most 
frequently named unmet needs were the psychological needs (Armes et al. 2009). In the current 
study the data demonstrate that if the women were not asked then the symptom management 
could not occur. One reason why patients felt that they did not get the requested support could be 
that the nurses working on a palliative or oncological ward were not experienced in the 
management of malignant fungating wounds. Helen reported her experiences:
“And they showed absolutely no confidence. Each of them takes a different medication out 
of the drawer and sticks it on. They do not care how I am going to remove it later, or in 
particular how long it will stay on. They have simply no idea. Some admit their lack of 
knowledge, and others simply do something. They do not have to live with it.”
This statement demonstrates again that the nurses were perceived by the women as lacking 
confidence in caring for a patient with a complex wound. The nurses were reported as uncaring as 
they were not concerned with Helen’s difficulties and how she will be able to remove her dressing
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later, which could cause her some discomfort. Helen’s statement brings up the issue of provision of 
patient centred care. Patient centred care should treat the patient as a unique individual (Redman 
2004). It is a standard of practice that demonstrates a respect for the patient, as a person (Shaller 
2007). According to Helen this was missing in the nursing she received.
Nurses and other clinicians have developed an approach through trial and error that does not 
equate to wound management based on effective evidence. Therefore evidence based practice 
seems to be a problem for both medical staff and nursing staff in relation to malignant wounds, 
according to the reports of the participants. The lack of evidence based guidelines was also 
demonstrated by Lo et al. (2008). Some women mentioned that nurses were disgusted by the 
wound. That was why they could not empathise with the patient is that part of the problem. This 
factor may also contribute to the excessive demand experienced by nurses in relation to the whole 
situation. Livia’s interpreted the nurses’ behaviour as follows:
“They have a problem with that. You can see it because they cannot sympathise with you.
They have no idea about it. They are not able to counsel you. They do not ask you if they
can see the wound and then propose different kinds of treatment. Most of them have closed
minds. They do everything very mechanically.”
Having a problem with care of the wound might lead to some nurses opting out by giving 
inappropriate advice or false assurance (Wilkinson 1991). Further it has to be noted that Livia was 
in a palliative situation and her symptom management was very complex. This could also be the 
reason why the nurse may not be able to solve all these issues or do not have the skills to deal 
with such complex psychological care issues. Moreover, an unsympathetic environment as well as 
inadequate relevant training can prevent nurses being consistent in how they deal with the 
complex cancer situation. Livia identified the nurses’ lack of ability to give psychosocial care in a 
patient centred manner. According to Livia her nurses seem to lack skills in displaying empathy 
and in psychosocial assessment as well as wound care. Because of all this, the women believed
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that nurses are likely to have problems with the wound or will work mechanically. Helen said that 
the nurses have a ritualistic and mechanical approach within their practice. Consequently, a belief 
arose that the nursing profession could not provide any support. As Helen explained:
“From the point of view of the nursing profession, there was nothing that I could apply to the 
wound. They ripped everything off. This hurt and it was always bleeding. They told me it 
had to be like this. So I wanted to help them and wanted to tell them what I did at home. But 
I did not know the name of the thing I applied at home. I do not know the names of all this 
stuff. And I tried to explain to them what I use but they did not understand what I meant and 
what it ought to be. They did not show any interest. It seems that they were not trained to 
do it. They have no idea.”
This statement alone demonstrates how nurses were closed and did not listen or value Helen’s 
experience or her situation causing her pain and discomfort and disturbing the wound so much that 
it bled. The literature demonstrates that 80% of women with a chronic wound experience severe 
and continuous pain during dressing change (Meaume et al. 2004). Furthermore it is demonstrated 
that nurses are reluctant to recognise and acknowledge the amount of pain women have to sustain 
during the dressing changes (Moffat 2001). Confusion about what dressing she should use is partly 
a result of there being many dressings on the market to choose from. Improvements in symptom 
management for women with a malignant fungating wound can only be achieved if dressings are 
used that correspond to the circumstances of the wound situation (Grocott 1999; Lund-Nielsen et 
al. 2005). Helen’s experience showed that nurses were perceived as not interested in looking for a 
solution.
Whether nurses worked on a medical ward or an oncological ward, the women reported roughly 
the same experience of unmet supportive care needs. McDowell et al. (2010) demonstrate in their 
study that there is a complex relationship between patient care, information needs, psychological 
factors, the health care system and unmet supportive care needs. The authors demonstrated
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further that the cancer and psychosocial characteristics were associated with the changing needs 
of cancer patients over time (McDowell et al. 2010).
The women in the current study reported that some nurses asked if they were still able to dress their 
wounds despite knowing that they were not capable doing it. A good example of this is this 
comment of Lisa:
“The head nurse of the oncological outpatient clinic came up to me and asked me how does 
my wound treatment work and whether I still do it by myself. They only asked to see if I can 
still do it by myself. He told me that he was asking because he and his nurses are 
completely overwhelmed by this. ”
This statement highlights that according to Lisa her nurses in the oncological outpatient clinic were 
helpless when it came to taking care of a malignant fungating wound. They were honest but 
inadequate to the situation. Even specialist wound care nurses also struggled with applying a 
dressing that fitted the wound situation and that meet the patient’s need. Helen mentioned:
“Then I went to see another wound care nurse, who was also not trained in oncology. She 
applied things that simply did not work. Everything was very sticky. So I almost could not 
remove it. And sometimes I ripped the surrounding skin away. Also, she tried to talk me into 
things you never use. So I decided to go back what I did before. So again I managed it by 
myself.”
Helen again demonstrates her own understanding in this statement as she was critical of the 
suggestion of her nurse about wound care products. This statement demonstrates that the care of 
malignant fungating wound is very complex and needs a different approach from that appropriate 
to the care of other wounds. Because of their disappointment with what was on offer from 
specialised support, they used their own strategies to manage the wound. As well as Helen, Lisa 
was looking for specialist support. She reported her experiences:
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“Once there was a serious problem because one wound care nurse recommended 
something and then the other wound care nurse was appalled by that. This was very 
confusing.”
This statement alone shows how complex the care and management of malignant fungating 
wounds are. The confusion about what dressing should be applied derives from the complexity 
involved in using these dressings and this is also reflected in their lack of use. This confusion was 
conveyed to Lisa who had to decide on which different opinions to take on what was for her an 
appropriate dressing.
4.2 2.3. Searching for useful information
Dealing with the new situation had a major impact on the daily life of the women. The women 
described how they became proficient in dressing their own wounds. This happened because they 
experienced positive wound outcomes such as reducing wound-related symptoms, such as less 
bleeding when undertaking a dressing change. This enabled them to regain self-confidence and 
feel more positive. Berta, for example, searched the internet for an appropriate treatment but could 
not find anything to help her. Because of this, she went back to her traditional method of listening 
to her body:
“As the doctors and nurses had no idea how to treat it, I looked after it myself. I really 
became an expert. Sometimes I browsed the internet but you rarely find anything there that 
helps. So I listened to myself and applied whatever my body needed. I usually used pads 
with different kinds of pad. Well pads like field horsetail. They do not stick, well they do not 
stick to begin with but I can live with that. ”
Most of the women used dressings that came from alternative medicine. Berta for example found 
her way of treating her wound because of the lack of professional support. It is also apparent that
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she was looking for a dressing that did not stick to the wound, unlike the ones applied by health 
care professionals. My field notes show how proud Berta was when she showed her dressings: 
“Berta retrieved her dressings and entered the room with a big smile on her face. I felt she was 
very proud that she could share her knowledge and experiences.” This statement also indicates 
how skilled Berta was in searching for information on the internet. Lisa also was looking on the 
internet for a non-adherent dressing, as she reports:
“The things I got in the hospital were not good for my wound. So I searched the internet for 
information. I found a dressing that does not stick. They do not have this dressing in the 
hospital. It does not stick. I order it through an internet pharmacy in Germany. They mail it 
to me. It is very convenient. So I do not go to the wound care nurse any more. I save lots of 
time. Now I can enjoy my life again.”
Searching for health information on the internet is very common and also described in the 
literature. Liszka et al. (2006) found in their survey of 300 women from an urban medical practice 
that 79% of the women had used the internet to find health-related information and 73% used the 
information to make a health-related decision (Liszka et al. 2006). Berger et al. (2005) reported that 
women with stigmatised illnesses were significantly more likely to have used the internet for health 
information than others (Berger et al. 2005). This was the case of Lisa as she was looking for a 
dressing that could manage the leakage. Finding such a dressing was very useful for her. Finding 
an ideal treatment is also described in a study conducted in Switzerland where women search for 
health information in the internet to prepare themselves as well as to amend the information 
received from health care (Caiata-Zufferey et al. 2010).
Livia also reported her improved situation once she found her way of dressing the wound because 
she did not now have to go to the hospital to change her dressing:
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"The nurses gave me all kind of wound dressings. So I now have a big collection of them. I 
have tons of gauzes and absorbers. As they used these to treat my wound, I did not go to 
them anymore. I can handle this by myself. All they did was to clean the wound and put 
another dressing on again. They did not ask me how I feel. So I now do it by myself. It is 
easier as I don’t have to arrange for someone to take me to the hospital. I feel much freer. I 
can also get these gauzes at the pharmacy. Well, I have to say, I enjoy having a little walk 
instead of going to the hospital.”
She was happier not having contact with the hospital as her need for emotional as well as physical 
support she felt was not being met. Furthermore this statement deals with the normalising of the 
situation. Being independent and doing things that were not previously possible came up in every 
interview. All the women acquired skills for coping with their situation. For example, Anna pointed 
out that she knew more from her research on wounds than the professionals. She tried everything 
she could get to find a way of dressing her wound and wanted to pass on her recommendations to 
other women:
“Well I think I am an expert on this. I even think that I know more about it than most health 
care professionals. If somebody were to ask me how to treat it, I would say go to the 
pharmacy and get this common yarrow and then buy some breast feeding pads at the local 
supermarket. They are the best. All other brands are useless. I manage my wound with 
these two dressings. Is that not great?”
This statement demonstrates how Anna identified herself as an expert. Due to their negative 
experiences with health care providers, the women were suspicious of the dressings available at 
the hospital. So they did not have any qualms about bringing their own wound care material to the 
hospital. As Irene mentioned:
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“When I went to the hospital I took all my band aids with me because they did not have 
such material there. I found out some companies have something that could help me. So I 
searched the phone book and found this company. Now their wound specialist comes to me 
and treats me. That was the best thing that could have happened to me. This lady also 
brings me the things needed to treat my wound. The people at the hospital do not have 
these sorts of material.”
She found her wound specialist through writing an email to a wound care company. This highlights 
the resourcefulness of the women in managing their problems and the acceptance that they may 
need to take over such responsibility.
For many people that will not seek such help, illness remains a private family affair so only scant 
information from outside will get to their social environment (Charmaz 1997).Christine however 
related her experiences since she told her friends about her wound:
“Since I told my friends about it they come and visit me more often. So I do not feel that 
lonely anymore. I feel my life has become much more normal. I also manage my wound by 
myself. I think I have it under control with this pad.”
This statement demonstrates again how the women’s life went back to the desired normality if they 
found a way to manage their wound and above all if they told their family about their wound. 
Receiving support from family, friends or society was essential. Because of it, the women felt good 
in their daily life. Support means encouragement as well as fellowship and joy, to be acknowledged 
and to feel confident (Berntsson et al. 2007). Hjôrleifsdôttir et al. (2008) demonstrate in their 
findings with 35 oncology patients that the patients have a strong will and determination to handle 
the situation and maintain normality in their lives. Further Hjôrleifsdôttir and colleagues show that if 
patients want to achieve normality their needs had to be addressed (Hjôrleifsdôttir et al. 2008). In 
the current study most of the women reported that they experienced dissatisfaction due to a lack of 
the desired support. In the literature it is stated that one of the reasons for dissatisfaction of
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patients who desired professional support is that the quality and content of the information given 
can be poor and that healthcare professionals do not fully understand what patients’ needs are and 
how best to address them (McCaughan and McKenna 2007).
4.S.2.4. Summary of no one helped me
This category "no one helped me" points out that the women did not receive the desired support 
from either doctors, general nurses or wound care specialist nurses. The women felt more 
proficient in wound care than the nursing staff. These findings demonstrate the lack of 
assessment, knowledge and skills of specialist staff and the inadequacies of their approach to the 
wounds. Furthermore nurses in particular were often perceived to be uncaring and unsympathetic 
to the women’s situation and did not provide the psychosocial care that women expected. Not 
getting support with the wound meant for many participants that they became more and more 
isolated and alone and in particular bore sole responsibility for managing their wound.
4.2.3. Having this problem is very embarrassing
A malignant fungating wound not only gave rise to anxiety in the women because of the physical 
symptoms, its presence also had a significant impact on their psyche. They had to learn to handle 
their chronic condition which includes learning about the stigma of having a wound that was out of 
control (Charmaz 1997). The category “Having this problem is very embarrassing” deals with the 
embarrassment the women felt because of symptoms like odour and excessive leakage from the 
wound and describes the consequences of this for their social life and identity. This category is 
subdivided in three subcategories “Being so unpredictable”, “Not becoming a burden” and “Usual 
attractiveness disappeared”. The first subcategory deals with the embarrassment arising from the 
wound that the women had to deal with. Here it becomes obvious how difficult living with a 
malignant fungating wound is for example because the symptoms of the wound are unpredictable. 
The second subcategory “Not becoming a burden” covers how frightened the women were of 
becoming a burden to their spouses, family members or friends. The third subcategory “usual
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attractiveness disappeared” highlights how the women experienced the change of the relationship 
due to the development of a malignant fungating wound.
4.2.3.1. Being so unpredictable
Embarrassment arising from the fungating nature or crater-shaped form of the wound and from the 
wound-related symptoms has a serious impact on the women’ daily life. According to Charmaz 
(1997) the embarrassment provoked by the illness as well as its visibility and the subsequent loss 
of control can have a serious impact on daily life (Charmaz 1997).
Some participants (Irene, Helen, Linda and Livia) mentioned that it was very difficult to dress 
themselves because of their wound. As a result they had difficulty with daily activities. This caused 
serious distress. Others did not feel able to leave their house either because they were so busy 
managing the wound or because they feared someone might see, for example, blood on their 
clothes. All the women emphasised that living with a malignant fungating wound was a major 
challenge as the symptoms of the wound was unpredictable. This uncertainty was another factor 
that caused the interviewees distress. Irene for example reported:
“The problem was that it was so unpredictable. You never knew when it would start again 
or how much bleeding would occur. In the beginning I was a little confused, because 
blood was always seeping through my clothes. And usually I did not notice it. That was 
very uncomfortable. I was ashamed and hoped nobody saw it. It is and was so 
uncomfortable. Having this is so embarrassing. Sometimes you look like you are a small 
child who has had tomato sauce. It is really embarrassing.”
Irene was the only patient who made the comparison with being a child again. Her statement 
demonstrates how the wound challenges one's ability to manage as an adult and can be 
infantilising: due to perceived inability to cope, one feels like a child again. This emerges also from 
my field notes: “When saying that she felt like a child, her voice got very infantile”.
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Some remarked how the presence of the wound affected their social behaviour, with them 
becoming isolated step by step from the outside world. This derives from the fact that on the one 
hand the symptoms were in general unpredictable and on the other the wound caused a sense of 
shame. All women reported that their personality and identity had changed to some extent. This 
affected their behaviour. Moreover, living with such a wound became associated with 
circumstances such as Helen described:
"Yes, sometimes when I went shopping it was partially wet, so other people could see it. 
Yes, so I went to the toilet and put absorbent dressings on it. I also changed my blouse. I 
always carried extra blouses in my bag. Sometimes I did not have enough blouses with me. 
Then I had to cover it with a scarf. You could not see it then. But I must say if you want to 
go out you very nearly have to bring the whole house with you. Having this problem is very 
embarrassing. You feel you are a completely different kind of person. Yes, I am not the 
person I used to be. ”
Helen’s statement is very powerful. It demonstrates that she is now not the person she was. This 
means that the changes in their daily life due to her illness affected their identity and as Helen 
described being a different person. For example she could not leave the house without careful 
planning and bringing all sorts of materials and dressings with her. She needed access to a toilet 
so that she could change her dressings and always needed clothing to hide her problem. The loss 
of control over the body might lead to a discredited identity. According to Goffmann (1963) stigma 
can lead to a discredited identity. This means that discredited people must find a way how to ease 
the tension their stigma causes in order to interact successfully with others (Goffman 1963). Helen 
for example used practical strategies to manage to help her prevent such an occurrence and the 
subsequent stigma.
Another issue is discussing the illness within their social environment. Discussing illness is often 
perceived as a 'taboo' theme (Anderson and Martin 2003). For the interviewees not only the
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symptoms of their wound but also its rapid uncontrollable growth were unpredictable. Some 
reported that the wounds spread from the breast around to the back. As Livia describes:
“It was growing so fast. First it ate away my breast and then it ate away further and 
further. Then it went round to my back. It is so embarrassing seeing it. It actually feels like 
Tm falling apart.”
Describing this rapid change in her body image was a distressing factor for Livia. Using the words 
‘falling apart’ Livia couches about the loss of her physical boundaries. ‘Falling apart’ illustrates the 
breakdown of the surface of her body. As a consequence the body fluids that are normally 
contained within the body are leaking. Lawton (2000) describes the status of the erosion of the 
physical boundaries with the term ‘unbounded body’.
Further the degeneration of the body stood also for loss of physical and mental energy as the she 
could not see any chance of recovery. Linda points out how the wound has, among other things, 
affected her confidence and body image not only was she ‘falling apart’ but the cancer was 
growing in her chest:
"Yes, because it has eaten into my chest so much, I have nothing there anymore. This is 
very stressful. You lose your femininity. I am afraid to go out of my apartment because 
everyone can see I have only one breast. So I try to wear loose clothes to hide it. And yes, I 
have to change the dressing a lot because it festers. Sometimes my clothes are wet. So I 
prefer to stay at home. ”
This statement demonstrates how the cancer was eating away her chest and demonstrates anew 
the loss of the physical boundaries. This altered body image caused by the cancer resulted in 
women feeling shame and led to isolation as like Livia they felt happier staying at home. Facing a 
change of body image is especially challenging if the affected part of the body plays a central role 
for the women in terms of sexuality and femininity (White 2000). The challenge of living with an
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altered body image is increased by the fact that in the western world the perfect body is perceived 
to be young, attractive and faultless (Harcourt and Frith 2008). Berta expressed her body was now 
irregular due to the changes in the shape of her breast:
'Yes, well the wound is one thing. I think I can get that under control. But the thing is that I 
cannot wear a bra anymore because my breast became a different shape. It got bigger and 
the shape changed. You know, one breast is different to the other. This is so stressful. ”
Bertha has managed to control the wound fairly well but she was very distressed because she was 
now a different shape as one breast was a completely different to the other and this changed body 
image was perhaps difficult to hide.
To live with the embarrassment arising from the wound, some women evolved strategies so that 
they could bear the whole situation. One problem was changing the dressing as this caused 
serious distress whether physically or psychically. Some women were aware they were different; 
every time they had to dress the wound, they were again confronted by their disease. Lisa reported 
her strategy for distracting herself:
7 hated changing the dressings. You were always reminded that you have cancer. Well you 
see the wound. It was so humiliating. To distract myself, I always watched a DVD when 
doing the dressing. That relieved my stress a bit. “
Lisa’s statement demonstrates that visualisation techniques like watching a DVD can help as a 
coping strategy. She was usually watching TV-Series like Desperate Housewives. The visibility of 
the cancer seen through the wound was a challenging demonstration of the tumour within their 
unbounded bodies. This changing nature of the wound lead to a deep sorrow with regard to the 
patient’s situational and the existential meaning of the disease. The visibility of the cancer took 
away from most of the women any hope of recovery.
97
4.2.3.2. Not becoming a burden
All of the women were frightened of becoming a burden to either their spouses, family or friends. 
Dealing with relationships was not easy for all participants. Interestingly, all who were currently 
living in a relationship talked about the relationship with their informal carer and those who lived by 
themselves told stories of their friends or their pets. Both those who lived with and those who lived 
without an informal carer reported how their relationship to their social environment changed. 
Some reported that only their closest friends knew about their health status. Moreover, although 
their circle of friends contracted, most participants experienced a more profound connection than 
before with those who remained in their close social circle. Carmen reported:
“Some people knew about it but not all. Well, actually only few knew. But my relationship 
with them got much closer. I also singled out the people who I noticed did not have a 
problem with my condition.”
Selection of the circle of friends was something all the women mentioned. This was very important 
to them as some withdrew from society because of the symptoms of the wound. Some women like 
Irene protected themselves by associating only with people who had no problem with their situation 
or avoiding contact with their social environment. Irene expressed her experience as follows:
“Well last summer, when it got bad, I had to tell people, please do not visit. I had to take 
time out for me and lie down. ”
This statement demonstrates that Irene was hiding away her wound. She was afraid of what her 
friends would think. More evidence of how the women became isolated comes from Christine. 
Christine mentioned that she did not want to become a burden to any of her friends. That is why 
she tried to solve her problems by herself.
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"No, no, I always think very positively. I cannot always bother other people. I do not want to 
become a burden. And I have to say that if I have a problem I try to handle it by myself. I 
really do not want to become a burden. It is nice of them to ask if I am ok. But as I already 
said I will not be a burden to them.”
This statement shows how strongly that the feeling of being a burden was closely connected to 
how women managed their wounds and how they identified that no-one else was able to help 
them. Not becoming a burden is also described by Lawton (2000) that once the women have lost 
the bodily capability to ‘do’ and ‘act’ in an independent way they will experience notable difficulties 
in maintaining a sense of their self.
Helen pointed out that relationships with friends were very important to her. The problem was that 
they were not always there when they were needed. The person who meant the most to her was 
her dog. The dog helped her to get out into the country to acquire new energy and not feel so 
isolated. Her dog gave her hope:
7 like nature, the fresh air and that you are not so isolated as you see other people. And I 
have a lot of friends who sometimes come with me. But I often had to go by myself when 
they do not have the time. Yes, being out in the country did me good. And the dog does me 
good as well. Not many people realise it, but he's doing incredibly well. The dog notices any 
change. Yes, yes, I say, without my dog I would have been in the ground a long time ago. ”
Therefore Helen did not feel as isolated as she had the company of her dog to go out in the fresh 
air and the dog is described as helping to keep her alive.
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4.2.3.3. Usual attractiveness disappeared
The relationship between the women and their informal carers changed with the development of 
the malignant fungating wound. Themes like sexuality and attractiveness to those they loved came 
to the fore. Anna explained how the wound affected her thoughts:
‘‘And it is a question of the effect on sexuality, because the breast contributes significantly 
to it. Yes I often thought well do I appeal to men and can a man accept the wound? Yes I 
found it very special, when a man asked me, what do you have here. Yes I often thought 
about it, do I appeal to a man or not or does it bother him. It could be the case that my 
usual attractiveness to men had disappeared. ”
The wound on the breast became a taboo zone for some informal carers. This could be due to a 
change in how the body looks and felt. Body image is a key aspect of sexuality and covers feelings 
of individuals as well as attitudes towards the body (DeFrank et al. 2007; Tierney 2008). According 
to Charmaz (1983) informal carers or the women themselves could no longer take for granted an 
attribute or function they regard as fundamental for a positive self-image, such as being sexual. 
Women report how most informal carers did all they could to avoid having to touch the affected 
breast. Irene reported:
“This was simply a taboo zone for him. He did not talk about it or touch it. ”
All women who were potentially sexually active reported a loss of intimacy. There is scant 
evidence-based practices that cover sexual functioning in older women with cancer (Barton-Burke 
and Gustason 2007). In this study, all age groups brought up the topic of sexuality. Irene’s 
statement is underlined by that of Linda who experienced similar feelings:
“Well he has simply ignored it. He did everything he could not to touch it.”
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These statements by Irene and Linda showed that having a malignant fungating wound on the 
breast had significant effects on the quality of the relationship. The informal carers may have been 
fearful of hurting them, that by discussing or touching the wound they were realising their loved one 
had a life threatening illness. Anna on the other hand dealt with her situation very pragmatically 
and realistically. She considered her relationship from a different angle. To reach this point of view 
she had to undergo a personal process:
‘‘Yes and I thought, well then he has a choice, he can see it or even touch it or not. I do not 
care. I do not hide anything or do anything merely to please a man. I think we didn’t get 
together just for sex but also for other reasons. So he has simply to deal with the situation, 
if he does not that is up to him. This has been an important process for me, reaching 
acceptance above all that I do not do his thinking for him. Is it too much for him at present 
or will it be a burden for him? No, I simply said no, he has to deal with this situation by 
himself.”
Women who underwent a personal process, like that reported by Anna, showed that they not only 
had the relationship with their informal carer under control but their life as well. This depends also 
of course on a patient’s character. Hilton et al. (2000) stated that men experience a spectrum of 
emotions like for example possible death, uncertainty, avoidance, loss of control, fear or anxiety in 
response to their loved one’s cancer. This is because of the perceived concerns and challenges 
generated by the situation (Hilton et al. 2000). Anna for example was self-employed and had to 
make all her own decisions. This factor emerges also from my field notes: “She is an open-minded 
patient who knows what she wants. She has her situation under control.” Having the situation 
under control means that she could keep working because she figured out how to manage her 
wound related symptoms.
Berta also underwent a personal process. She reassessed her situation and decided to start a new 
life with the consequence that her marriage broke up:
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"Yes, I'd just realised, if I do not make changes in my life, things won’t improve. Yes, so I 
decided to separate from my husband. Yes, it was really a necessity that I separate from 
him. Yes, I told myself that right now I am not ready to go to heaven. Separation was the 
best thing I did. Well he had to live with it.”
During the interview Berta did not want to give any reason for the ending of her marriage. The 
decision to end the marriage may be attributed either to their different perceptions of disease, as 
her husband came from a different cultural background or to the absence of support from her 
husband. Her statement refers to her possible death from the cancer. In palliative care it is known 
that women often distance themselves from family in preparation for death (Whitehead and Smith 
2009).
4.2.5.4. Summary of the “Having this problem is very embarrassing”.
This category “Having this problem is very embarrassing” highlights how embarrassing it was living 
with a malignant fungating wound. What emerged clearly is the impact of the wound on body 
image and behaviour. Most of the women became isolated, even though they tried to live a normal 
life; they were struggling with the physical and psychical consequences of the wound. Some 
interviewees managed to integrate their wound with their lives primarily by letting their friends and 
families know about it. This helped them to come out of social isolation.
4.2.4. Putting up with the wound recovery
This category describes the strategies the women deployed to live with their wound despite 
reporting they had not received support from professionals. Most of the interviewees found a way 
to treat their wound so as to be able to get back to a quiet normal life. This often involved the 
women finding by trial and error how to treat their wound while finding a way to get some support 
from their family and friends. The women became proficient in treating their wound. They not only
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acquired skills in taking care of their wound, they also suggested future improvements in treatment 
for use by health care professionals.
This category is subdivided into two subcategories: “Wanting a normal life back” and “Empathising 
with the patient is desired”. The first subcategory “Wanting a normal life back” covers how the 
women strove to live a normal live although also living with a malignant fungating wound. The 
second subcategory “Empathising with the patient is desired” describes some recommendations 
they made for practice based on the experiences they had when encountering health care 
providers.
4.2.4.1. Wanting a normal life back
All women emphasised that they tried to live a normal life even though they felt different. “Feeling 
different” means their changed perception of themselves and their vulnerability be it physically or 
psychically. Trying to live a normal life as befits their social rank and behaviours might be a 
reaction of the society we live in. That is why the interviewees wished that no-one should be aware 
they suffered from a malignant fungating wound. They saw their illness as an interruption in their 
life. Some retreated into isolation and waited until they recovered. Others appeared to be in denial 
and hoped that they will wake up one morning and go back to normal as their illness has 
disappeared. Charmaz (1997) states this “assumption of recovery make illness simply a way 
station between prior and future states of health.” (Charmaz 1997, pp. 23). But because of the side 
effects of cancer therapies such as lymph oedema and wound-related symptoms, others perceive 
they are different. Irene reported her experiences:
"It is so difficult for me to hide it because I am someone who, eh doesn’t want anyone to 
know about it. I try to look as I did before the disease. But sometimes it is not possible 
because I try to do what other people do. But at the moment it is not possible. I am 
constricted. I have to wear loose clothes and so I can hide it. The problem is my swollen 
arm as well as the wound. I just want my free mobility back. I think I ’d feel more normal 
then"
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The women often felt guilty about suffering side effects of the cancer treatment not only the wound 
but also lymph oedema. Lymph oedema was another symptom that the participants may not get 
any help with. In Switzerland physical therapists take care of the bandages to reduce the oedema. 
This means that the physicians have to prescribe this therapy.
Furthermore Irene’s statement demonstrates the uncertainty of what to expect from their 
counterparts. The patients made an effort to keep to their body ideal while adapting their body 
presentation. Body ideal is attitudinal (Newell 2000) it represents how the patients wish their bodies 
to be. According to Price (1990), the body ideal should be reached through a process of 
identification with the body image of others as revealed through interaction with the social 
environment. The body ideal should be consistent with the norms of what society thinks we should 
look like and how our body should function (Price 1990). But demonstrating the body ideal 
suggested by society was not achieved. Irene was unable to hide her changed body particularly 
her swollen arm, loose clothing and lack of mobility. Further, the patient’s social network knew little 
of the existence of the wound. A consequence of this was that social support decreased and the 
patients got more and more isolated.
For the women, striving to be normal also meant having the cancer therapy and wound-related 
symptoms under control. Some highlighted that, even though they had cancer treatment, they had 
not experienced side effects. As Linda mentioned:
“So I would like to get back to normal, well yes back to normal. I am lucky that the 
chemotherapy did not do anything to me. I never had any nausea, nothing. If I could handle 
it like this, that would be of course ideal. And I always wash it with cold water and natural 
resources to try to keep it under control. Well for a long time it did not bleed. But sometimes 
it bled heavily. Yes and then I still manage to go out. ”
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The above also shows how Linda was struggling with side effects from chemotherapy. She was 
also cleansing the wound and looking after it. Unlike some of the other participants Linda is still 
managing to leave the home and go out. According to her narrative she had perhaps a more 
‘normal’ life than others in that she was not tied to the home.
Some of the women who lived with an informal carer did not discuss the wound with their loved 
one or even showed it to them. Some informal carers did not even know that the breast had an 
open wound. One reason for this is that they did not want to trouble their informal carer or upset 
their social environment. As Carmen mentioned:
“Yes, I must say only the community care nurses know about it; yes I will not say 
anything to my husband, because I do not want to trouble him. I try to act as normal as 
possible. But it gets bigger and bigger and I cannot wear a bra anymore.”
To achieve normality some followed self-care methods. The most commonly used method was a 
special diet. Healthy dietary habits can significantly decrease side effects of cancer treatments and 
may prolong survival (Wesa and Cassileth 2009; Williams et al. 2009). Some patients followed a 
diet recommended in alternative medicine books such as drinking freshly squeezed grass juice. 
Others tried to follow a low carb diet like Atkins as they believed that they felt better when following 
it. Preparing their chosen special diet was very time consuming for the patients. Christine for 
example related how, in preparing these meals, she reached her limit of capacity. If she wanted to 
follow the diet, she had actually to employ somebody.
Talking to the family about their wound was not an easy step for the interviewees. But, when they 
did so, most of them experienced the support that they wished they could from the specialists. As 
Helen reported:
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7 feel much better since I told my family about it. They support me in a nice way unlike 
those at the hospital. I feel healthier than before. I also treat it by myself. I do it in the 
morning and in the evening. I was even able to go with my daughter and the kids to the sea. 
She helped me manage it. That was great. I loved it. I felt very normal.”
This statement again shows to an impressive degree that if the women knew how to manage the 
wound and had explained their situation to their families, they retrieved the lost normality of their 
life.
Anna and Livia said they would like to chop the wound or the breast off. They thought that would 
let them get back to a normal life. Berta narrated:
“I wish I could simply chop it off, so that it is ok for a while. That’s what I find myself 
imagining. I do not know if this is the right attitude to have. You know I will not, I do not 
want, well you know my main thing for me is I want a normal life back. That is it. So I would 
like to get back to normal, yes back to normal.”
During the progress of their disease, many patients became more and more isolated as a result of 
wound-related symptoms. Some women realised the situation they were in and told family and 
friends about the wound. Carmen reported:
7 could not bear it always being alone. I had to tell my closest friends about it. I felt so 
lonely. This thing consumed me. Now I feel better. Since I told them about it they 
come to visit me again like the old days. ”
This shows clearly that some women were keen to integrate their malignant fungating wound in 
their lives. For some, being able to tell friends allowed them to feel less isolated and lonely and so 
able to recapture a part of normality despite being different.
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4.2.4.2. Empathising with the patient is desired
During hospitalisation the women had lots of experiences both positive and negative. All women 
suggested for how the service in hospital could be changed. These recommendations for practice 
were expressed because of the bad wound care experience they had in health care institutions. 
They suggested that clinicians needed further training on how to treat a malignant fungating 
wound. Furthermore to respond to the needs of the women, professionals should ask more 
questions and showing an emotional side, empathising with the women. Anna expresses her 
recommendations as follows:
“Yes, when I present my wound, I wish that the other side was thinking about my 
experience. Like, for example, what have you done for your wound lately and I would 
recommend this or that. Moreover, I think they (health care professionals) should talk more 
openly. Well I think the people who treat my wound should ask more questions and show 
their feelings, yes the emotional side should be involved, not just the mechanical side. They 
should be trained about this, not just about how to treat it (the wound) but also about that. It 
is important that they treat the patient with better awareness. Health care staff has to 
empathise with the patient.”
Similarly, Irene describes her suggestions:
“Yes, I must again say there are too few people in this profession who believe in a cure. 
Yes, it is important that you also ask how did you do that. It is also important that the 
specialists show interest whether at a mechanical or mental level. Yes, I think you are at 
their mercy.”
As well as the emotional and mechanical aspects of treating the women, telling the truth, especially 
in a palliative situation, will enhance the relationship between the patient and the professionals. 
Fallowfield and Jenkins (2006) argue that information given from health care professionals that
107
may produce a negative change to a person’s expectations about their present and future could be 
considered as bad news. The negative change in the current study could be as the women were 
told that they have an advanced disease. How bad or difficult information is received depends form 
various factors like expectations or previous experiences (Fallowfield and Jenkins 2006).
Christine said:
“Above all, that they also admit that treating it is more difficult than treating other things. I 
think they think that it is better to say nothing because she is going to die in a few days. 
They have to change their attitude. They have to think more positively. I as a patient can 
feel this lack of interest.”
This statement shows how important the relationship between the professional and the patient 
was. Spichiger (2010) examined in her qualitative study the experiences of terminally-ill patients 
and their families regarding their relationships with healthcare providers in hospital in Switzerland. 
Here Spichiger demonstrates that the participants experience a good care if the health care 
providers showed their recognition and concern (Spichiger et al. 2010).
When the professional discloses what the patient can expect and sets out perspectives on what the 
future holds for the patient, this makes a contribution to the relationship. A further factor is that the 
professional should calm. This can be difficult in the normal course of life of a health care institution. 
The hectic atmosphere additionally becomes a factor of the professional being out of their depth. As 
Berta mentioned:
“Actually they should display more calm. Sometimes it is like a chicken house. Everything is 
very hectic. You can feel that they are out of their depth. The good thing of it being hectic is 
that they can hide their lack of competence. But I would like the staff to display more calm. ”
The professionals were seen by women as being unable to handle the situation and women 
reported that they felt unconfident in the ability of the professionals. As, for example, Helen noted:
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“Yes the nurses and the doctors are not well grounded in this situation. It would be great if 
they could speak to or arrange an appointment with someone who is an expert in it. That 
would help. Such a person could then give me the support I require.
This statement indicates that Helen realised that this situation was a rare condition. She not only 
thought about her situation but also about others who have the same disease. It demonstrates that 
the women wished to have a contact person so they could get the required support. Care should 
also be flexible and the focus should be on the patient’s priorities as well as on the management 
and control of wound-related symptoms.
4.2.4.3. Summary of the findings “Putting up with the wound recovery”
This category “Putting up with the wound situation” indicates that, if the women found a way to 
cope with the wound they may find a way back to their normality. In finding a way of treating the 
wound, they become expert at it. Because they had bad experiences with health care providers 
they expressed recommendations for the practice, such as that health care providers should be 
more open and frank with the patient and should show more empathy.
4.2.5. Summary of the findings from Chapter 4
These results demonstrate that the women all somehow acquired the ability in managing wound- 
related symptoms despite a perceived lack of support from health care professionals. It took time 
to learn the skills to manage these wounds. The management distressed them and many of these 
techniques were not efficient. Most interviewees were on their own for this task and reached their 
limit of capacity due to the complexity of the wound for which they often had inadequate materials 
and dressings to hand. Most of them were reluctant to accept help from family and friends due to 
their desire to not be a burden. This approach of coping isolated them from their social 
environment. The uncontrollable growth of the tumour and the change of breast shape had a
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serious impact on their body image and their behaviour. Women tried to live a normal live, although 
they were struggling with the physical and psychological consequences of the wound. Some 
interviewees could integrate their wound into who they were to some degree by telling their friends 
and families, this helped them to stop them feeling isolated. All of the women were looking for 
professional help because they hoped to get further advice on how to dress their wound. But most 
did not get any of the desired support from either doctors or nurses. The women found ways to 
cope with the wound situation over time and most of them found a way to regain their normality.
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Chapter 5 Results
5. Data presentation and analysis of the experiences of the 
informal carers
5.1. Introduction
Living with and taking care of a loved one who has a malignant fungating wound due to breast 
cancer interrupted suspended the existing relationship between the informal carers and their loved 
one. The informal carers interviewed were mostly husbands but one was a daughter who took care 
of her mother, another a mother who took care of her grown up daughter who was living again in 
her parents’ house. Since the breast of the loved one had ulcerated there were dramatic changes 
in relationships and roles in the family and life was put on hold. The informal carer adopted a 
caring and supportive role and the loved one themselves entered in to the world of a patient by 
taking on the role of a sick person. The taking on of the caring role meant that any leisure time 
activity of the informal carer in the foreseeable future had to be put on hold so that they could 
spend their time helping their loved one. All informal carers faced a new challenge. For all of them 
it was the first time they were taking care of their loved one as a sick person. All informal carers 
were happy to do something beneficial and tried to do their best for everyday needs like wound 
care and duties around the house.
In the following material the reported experiences of the informal carers are subdivided into these 
four categories: “Challenge as a lay person managing the wound", “Not getting much help”, 
“Wound put stamp of course on everyday life” and “Caring a great deal for her”.
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Categories Subcategories
1. Challenge as a lay person managing the 
wound
- Wound became incredible 
difficult to manage
- Difficulties to find and get 
information
2. Not getting much help - Having simply no idea
- Having no experience of dealing 
with that
3. Wound put stamp of course on everyday life - Adapting the daily routine due to 
the wound
- Compromising with this issue
4. Caring a great deal for her Here the thing is open
Not being the same as before 
the disease
Table 8: Overview of the categories and subcategories that emerged out of the interviews with the 
informal carers
5.2. Presentation of the four categories
5.2.1. Challenge as a lay person managing the wound
Management of the wound was a serious challenge for all informal carers. For all of them, it was 
the first time they had to care for their loved one. Their approach differed according to gender and 
occupational background. For example, the male informal carers treated management of the 
wound as a technical area of care. Here by their work with the wound they could see a result that 
was satisfying for them. The female informal carers on the other hand treated care of the wound as 
something that had to be done and were happy to do something beneficial for their loved one. All 
informal carers tried to do their best for the loved one’s daily needs.
This category is subdivided into two subcategories: “Wound became incredible difficult to manage” 
and “Difficulties finding information”. The first subcategory “Wound became incredible difficult to 
manage” demonstrates how skilled the informal carers became in managing the wound of their
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loved one. It also demonstrates what kind of difficulties they met and how devotedly they cared for 
the loved one. The second subcategory “Difficulties to find and get information” establishes how 
difficult it was for informal carers to find valid answers to their questions.
5.2.1.1. Wound became incredibly difficult to manage
Treatment of the wound presented a serious challenge to all informal carers. They were confronted 
with a situation they had never experienced. Having collected all available information they tried to 
do their best by helping in caring for the wound. If no information was available, which was often 
the case they followed their instincts. The biggest challenge they faced was attaching dressings 
followed by choosing the appropriate dressing. All interviewees mentioned that they struggled with 
wound related symptoms, mainly wound odour followed by bleeding. No other symptom was 
reported as being distracting. This means that the informal carers mainly complained about 
malodour and bleeding. The informal carers did their best in the situation and were in addition very 
creative in applying available wound dressings. Complexity of wound care was noted in all 
interviews. As Peter reported:
“The nursing aspect of this wound cannot be underestimated. It is a big challenge for me as 
a lay person to treat this kind of wound. I use lots of imagination to treat it. Every time I treat 
it, it is different. It is challenging. So I usually documented it with photos. Furthermore, I had 
to join dressings together that would fit on it. I have never sewed before. But what else can 
you do."
This statement shows the kind of challenge the informal carers accepted. Several studies 
recognise the importance of informal carers’ support especially in symptom management as well 
as the levels of such symptoms maybe associated with the burden of the informal carer (Given et 
al. 2001; McCorkle and Pasacreta 2001; Grov et al. 2006). The data above demonstrates the 
powers of observation that Peter has such as observing for changes in the condition of the wound.
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He took a systematic approach by documenting his observations, in written form and/or with 
photos. This shows how accurately Peter worked and how seriously he tried to manage the wound. 
The goal of documenting the wound situation was on one hand for recording progress and on the 
other for demonstrating to health care professionals what treatment they applied and how. Another 
aspect this statement displays is to identify how creative the informal carers were. They rise to a 
challenge they had never experienced before, such as Peter who had to sew dressings together so 
they would fit better and provide some comfort for their loved one.
Another challenge the informal carers mentioned was attachment of wound dressings. As Philipp 
expressed it:
“It would have been much easier to dress a man's chest. That would be much easier than 
what I had to do with the remnants of the female breast. You could not attach it that easily. 
That was a big challenge. Even the dressings. You could not apply them straightaway. You 
had to cut them so that they fitted the shape of the wound. It worked with gauzes but not 
with napkins. That was not easy.”
As this statement demonstrates, female anatomy with its curves was a challenge for many of the 
interviewees when applying or attaching a dressing. Dressings had to be cut. For this the informal 
carers had already to pre-select dressings as certain dressings are not suitable to being cut. They 
had to try different ways of dressing these wounds. As well as cutting dressings, another problem 
was attachment of the dressing. Attachment was noted as a problem in part because of the 
location of the wound but significantly more due to skin irritation arising from adhesion. Adam 
reported his experiences:
“My problem was that I could not attach it. The good thing was that the dressing stuck at 
least a little bit to it. But you had to attach it a bit anyway. Yes, to attach the dressing I used 
an adhesive from my local grocery store. It worked well. And when I had treated everything
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I put a net over it and then I took the adhesive off again. So my wife did not come in contact 
with it and the surrounding skin did not suffer any further damage.”
This statement shows how challenging the treatment of such wounds is. Firstly, the informal carers 
had to manage the wound-related symptoms but then were confronted with skin irritation due to the 
adhesion of either the dressings or the adhesive strip. Preserving the surrounding skin's integrity is 
also described in the literature as a complex and difficult task (Hampton 2004). This is especially 
so in the case of chronic wounds like malignant fungating wounds. Hollinworth (2009) 
demonstrates in his study that among other things skin stripping, as a result of removing traditional 
or adhesive dressings, is a common cause of damage to the peri-wound skin (Hollinworth 2009). 
This statement also highlights how skilled Adam was. He tested several adhesive strips until he 
found the ideal one. In addition he had to find a solution to the problem of not applying adhesives 
by using an elasticised tubular net bandage.
Marco reported similar problems to Adam. In addition to skin irritation he had to deal with the size 
of the wound:
“Well yes this (the wound) goes so deep here. And then there was this gap. It became 
increasingly difficult to dress it. And in time four hands did not work anymore. The wound 
got that big. And then there were these skin reactions to the patches. So I asked at the 
pharmacy for skin friendly patches. Well, I got them but they brought a new problem as they 
did not adhere to the skin. I always had to check that this thing (dressing) does not open up 
again. So I usually had to tinker. But it worked. ”
Marco was the only male informal carer whose loved one had to help him with the treatment of the 
wound due to the size and complexity of the wound.
Paula on the other hand tried to do everything possible so that her mother could live at home. Even 
she struggled as the wound grew and treatment got more and more complicated as the
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surrounding skin became irritated and she could not attach the dressing to the surrounding skin 
with a patch. As she mentioned:
"Yes, and then the wound got larger and larger, and different material was needed. But I did 
not have had any. So I had to manage with this material. It became incredible difficult to 
manage it with that. In particular, patches were a problem. They have to be skin-friendly. 
But where can you get them? You had to be more and more careful where you were putting 
on the patches. Most of the time you could not put any on because the skin was either red 
or open. So the situation had got worse. I could not put any patch on to attach the plaster. 
So I had to use a bandage. I had no other choice. Well, the most important thing is that my 
mum is able to live at home and I can do something for her. ”
This statement highlights anew how skilled the informal carers were. In caring for their loved one 
they acquired increased powers of observation and acted as they thought best, such as Paula who 
used bandages to attach the dressing. Another aspect that emerges from her statement is how 
devoted she was. Paula took over the role of caregiver as she tried to give the best possible care 
to her mother to allow her to stay at home and not to have to go into hospital.
Claudia, tried to help her daughter to dress the wound. As she reported:
"Usually I used gauzes to treat the wound. But the problem was that they stuck to the 
wound. It was a big challenge for me to remove those very gently so that it did not bleed. 
Every other day we had a big treatment crisis. To begin with, it was easy to treat it because 
it was small. But in time it became ever bigger. So it took me hours and she helped me do 
it. But I am here for her. I wanted to do something useful for her. That was important.”
This statement shows that, if the informal carers did not have professional wound management 
support, they mostly used gauzes or other dressings from the medicine chest. Cotton gauze has 
been used for many years for the treatment of the wound (Jones and San Miguel 2006) and is 
commonly used by professionals in dressing malignant fungating wounds (Probst et al. 2009). As 
the dressing dries, fibrin from the wound bed causes temporary bonding of the dressing to the
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wound. Most of the informal carers using gauzes reported bleeding as the gauze dressing was 
peeled off. In the literature, the clinical advantages of modern dressings over gauze are reported 
as providing increased comfort and greater patient satisfaction (Jones and San Miguel 2006). 
Selecting appropriate dressings is a major strategy to help prevent trauma at the time of dressing 
change (Collier and Hollinworth 2000). Claudia's statement also shows the devoted carer role they 
undertook. They do everything in their power to support their loved one:
7 suggested to her when it was time to change it, so she could go to the bathroom and then 
we treated it. I had a grand entrance with all the material that I had available. But I have to 
say it was not easy to do this. She needed to help me with holding the gauzes. And yes 
after a few hours it (the medication) was often wet again. So I tried to do my best. I rarely 
left the house.”
All female informal carers involved their loved one in the treatment of the wound as the statements 
by Paula and Claudia demonstrate. Struggling with wound exudate was another challenge which 
confronted Claudia and other informal carers. Leaking wound exudate can cause maceration and, 
together with skin stripping, as a result of removing traditional or adhesive dressings, is a common 
cause of damage to peri-wound skin (Hollinworth 2009). This means that they had to re-dress their 
loved one’s wound several times a day and as a result they could rarely leave the house and 
became isolated.
Along with exudate as well as bleeding odour was another wound related symptom that informal 
carers mentioned. Symptoms like leakage or pain were attributed to the dressing material not 
corresponding to the wound condition. However, wound odour had a repulsive effect on the 
informal carers as well on the patients and principally caused them nausea. This is also described 
in the literature in relation to patients distress associated with odour (Lund-Nielsen et al. 2005; 
Young 2005; Probst et al. 2009). Marco reported his experiences and what strategy he used when 
medicating the wound:
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“Eh I always keep quiet about this awful odour. I know that she smells it too. Well I do not 
say anything. I put lots of gauzes on top of it (wound) and so you cannot smell anything for 
at least four to six hours. But that was the worst time of the whole illness. I took everything 
that I could get hold of and put it on it. To protect myself, I asked my wife to take a shower 
before we dressed it. So it did not stink that much anymore. Then I took these gauzes and 
pads with ointments to stuff the whole wound. Well that took me nearly 45 minutes to do. 
Then I fixed everything in place with a big bra which I bought in a big department store. I 
have to say that worked pretty well. My wife is very satisfied with how I manage it. ”
This statement demonstrates both how devotedly he takes care of his wife and how he suppresses 
his feelings. He tries to do a good job so that his wife is satisfied. It also illustrates how the informal 
carers had to cope with things like going to buy a bra to fix the treatment in place. The distress 
wound odour provokes in the informal carers was reported in similar ways by many of them. They 
try to trivialise the situation to support their loved one. Paula reported her experiences:
“Well, it smelled quite strong. Everybody could notice it. But anyhow I dressed it as if 
nothing had happened; well I did not show any revulsion. I bandaged her again. We did that 
twice a day. That was very stressful but I wanted her to have a liveable life. ”
Pretending not to notice the actual situation was a major strategy employed by informal carers to 
make the best of things so that their loved one had a worthwhile life. By managing her revulsion 
Paula is managing her emotions by keeping her non-verbal communication under control so as not 
to upset her mother. Therefore Paula is doing ‘emotion management’ which is an aspect of 
emotional labour. Emotional labour is about managing our own emotions and through managing 
our own emotions we manage them in other people (Smith and Gray 2001). Thomas et al. (2002) 
report in their survey that carers worked hard to manage the emotions of their loved ones as well 
as their own feeling. In addition the authors highlight that carers felt that they had to be, and often 
wanted to be, positive and strong. The informal carers attempt to develop the sense of life carrying
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on as normal to a maximum. In doing this emotion work, informal carers, often emblematically 
shared in the illness and presented the struggle with cancer as a joint one (Thomas et al. 2002).
S.2.3.2. Difficulties to find and get information
All informal carers wanted to do their best to satisfy the requirements of their loved one. But they 
often reached the limit of their capacity as the situation of the wound changed constantly. Because 
of this, they looked for relevant information. Most searches were conducted using the internet. For 
some informal carers this was challenging as they had limited understanding of the technical 
language and lacked knowledge on the correct terms. As Peter reported:
“I often searched the internet but it is difficult to find information. My problem is that I do not 
speak English and above all I do not know the proper terms. Eh yes well, I found some 
things but only a little. And, but often I could not get those pads at the pharmacy or they 
wanted to give me something else. So I restarted my search. It was very time consuming, 
but I did it for my wife. ”
This statement shows how self-sacrificing the informal carers were. They wanted the best available 
treatment for their loved one. It also demonstrates how difficult it is to find any valid information 
about malignant fungating wounds. Only proficient internet users who know how to access 
precisely what they are looking for will find the right information (Kalichman et al. 2002). However, 
there is little information available on the internet about malignant fungating wounds. In addition, 
the ignorance of pharmacy staff was not helpful. The literature demonstrates that pharmacists 
often advise patients simply by telling them what to do with their medication if they have it to hand 
(Jacobson 2000; Haugbolle et al. 2002). This statement again shows that informal carers were 
often dependent on their own resources. Paula had a similar experience as the doctor prescribed 
an ointment for her mother but gave no instructions on how to use it. So she went looking for 
information on the internet:
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“The doctor prescribed a cream called Miltex. But we did not know how to use it as she did 
not explain to us how to use it. Well, so I wanted to help my mother because I want to 
support her. And so I went to the internet to look it up because nowadays you look up 
everything on the internet. I hoped to find out more about it. But I did not find much that 
helped. So we acted as we thought best.”
Paula’s statement itself highlights again how the informal carers strive to provide excellent care for 
their loved one. To reach this goal they will move heaven and earth. It again demonstrates how 
informal carers and the women are dependent on their own resources.
Some interviewees did not have internet access at home so they looked for information in health 
care magazines. As Marco mentioned:
“I was even looking for information in magazines that treat health problems. But you cannot 
find anything in them. Then I read something about the Cancer League. So I called them 
but they could not help me either. It was very frustrating. She asked me if I had already 
searched the internet. But how should I do that. I do not have it. I am too old to learn it. So I 
asked my son if he could find anything that I could apply to the wound. He could not find 
anything. It was so difficult getting information. ”
This statement again shows how informal carers try everything to get information that will help 
support their loved one. The response of the Cancer League was unprofessional. This lack of 
professionalism can be attributed to the excessive demand made by the situation. The person 
responding to the telephone call had presumably never heard about such wounds. This did not 
help Marco. So he looked for an alternative source of information. He brought in his son to look for 
useful information. This statement shows also certain desperation. If they attempted to seek 
information from a professional, they experienced rejection.
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Claudia sought out information as her mother’s wound changed rapidly. After some time she 
frequently exhausted her capacity as the dressing she applied no longer did the job. As she 
reported, she tried to find information:
“Yes I have to say that it was difficult to get any information about it. So I started looking for 
another solution because it got more and more difficult to treat the wound. I found nothing 
helpful on the internet. The situation became desperate. Yes really desperate. “
This statement demonstrates impressively how intensively they grappled with the situation. The 
literature also shows that distress increases as patients experience growing physical symptoms 
(Kurtz et al. 1995; Miaskowski et al. 1997), such as in this statement where the wound becomes 
more and more difficult to treat. It also demonstrates that informal carers stick to their guns until 
they find a solution that satisfies the needs of the loved one. But it causes considerable distress. 
Adam however was successful with his internet search. His problem was to find a product with 
which he could handle the treatment of the wound. He found someone in the internet who 
distributed cotton nets:
“Yes, I achieved less and less with these gauzes and other dressings. So I had to look for 
another solution. And then I found a kind of net on the internet. The company that 
distributes them has a larger size which suits my wife. With this we were pushing the 
envelope. With this type of net we can manage it for at least the next few weeks.”
The data extract above demonstrates how Adam is skilled in his care. Adam describes how he 
evaluates the condition of the wound constantly and knows how rapidly can change. He is also 
aware of the temporary respite in that the present solution, using the net, is good for another few 
weeks.
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5.2.1.3. Summary of the key findings of “Challenge as a lay person managing the 
wound”
Managing the wound of the loved one was a serious challenge for all informal carers. All informal 
carers undertook a heavy burden while they faced a new situation. They had to test what suits the 
wound condition. That was not easy as getting useful information turned out to be difficult. All 
informal carers did everything that could to help their loved one. As a result, they risk becoming 
socially isolated and unsupported.
5.2.2. Not getting much help
All informal carers tried to do their best to support their loved one. During this time most of them 
reached the limit of their capacity as either the size of the wound or wound related symptoms such 
as bleeding or the surrounding skin caused problems. They were then looking for professional 
help. But most of the informal carers did not get the desired support. This experience was 
disappointing for most of them. Two subcategories - “Having simply no idea”, “Having no 
experience of dealing with that" - were identified that will describe the informal carer’s experiences.
5.2.2.1. Having simply no idea
Many informal carers tried to manage their loved one’s wound for a considerable period until they 
eventually looked for professional support. But the support they got was insufficient in some cases. 
Some informal carers faced the same responses as the patients. A majority of the informal carers 
mentioned particular difficulties in their relationship with doctors and nurses because of the lack of 
interest shown in their loved one’s disease which arose from the excessive demand it made of the 
professionals. All informal carers accompanied their loved one to the various appointments 
whether at the hospital or at a doctor’s practice. They even stayed in hospital when their loved one 
had to be hospitalised. Paula took care of her mother. Her report of her general impression of the 
support she got as follows:
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“You do not get much in the way of help. They try to do something but you realise that they 
simply have no idea. It is very frightening. They do not even involve me in the care. They 
did things very quickly and insecurely. Everyone did something different.”
This statement shows how Paula was critical of health care providers and their lack of ‘know how’ 
with the wound. Paula found this very disturbing and it increased her insecurity and fear for her 
mother’s well-being. Dissatisfaction with medical information is often related to affective disorders 
among informal carers of cancer patients (Pitceathly and Maguire 2003). The literature shows that 
patients and informal carers who received information tailored to their requirements rather than a 
standardised package were better adjusted and more satisfied (Fallowfield et al. 1990). However 
most of the informal carers did not receive the support they sought. Most informal cares felt like 
invisible to health care professionals. Thomas et al. (2002) reported in their survey with 262 carers 
that they felt amongst other things invisible to health care professionals.
This statement also highlights how skilled Paula was in realising that the health care staff was not 
working on the basis of any concept or guideline.
Michael had a similar experience:
“You quickly notice, if you want to speak to them, that they do not want to listen to you. I 
had the impression that you slip down their priority list. You get no answer or if you get one, 
you will just be put off until later.”
Not being taken seriously was one of the most distressing experiences for all informal carers. The 
literature shows that informal carers who are more involved in direct care experience more hassle 
when trying to obtain health care (Keith 2009). Refusal of support may result from a lack of 
knowledge of the part of health care professionals especially in acute care hospitals. In addition, 
most health care staff think that they do not get credit for paying attention to this disease or don’t
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know how to collaborate with carers and involve them in care. They are seen as ‘outsiders’ in the 
care situation.
The informal carers mentioned that only a few health care professionals addressed the informal 
carer’s concerns in this disease. Adam described receiving some information and advice from a 
doctor:
"It is important who you get. We were finally lucky that we got some support. It was very 
nice to be taken seriously. My wife and I received some information about the disease and 
even some advice on how I could manage it (wound)."
This statement shows how important it is that the informal carers and patients get the information 
they need and that they feel they are being taken seriously during the consultation. In other 
studies, researchers describe how healthcare services often provide inadequate information to 
informal carers in relation to the specifically addressed condition. This happened especially to 
carers of patients with a poor prognosis. They feel they are only accorded secondary importance 
(Morris and Thomas 2001).
What the informal carers (male and female) tried to get was practical advice such as how they 
should dress the wound, with what kind of dressing and how they could attach the dressing without 
causing skin damage. In the following subcategory the informal carers report the experiences they 
had with various doctors when they accompanied their loved one.
5.2.2 2. Having no experience of dealing with that
Most of the informal carers accompanied their loved one to see the doctor. This was important for 
them as they received updated information about the stage of their loved one’s disease which 
assisted them in their difficult situation. They also tried to get support as regard how they could 
treat the wound. Peter experienced difficulty in getting any support from his general practitioner. As 
he mentioned:
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"Yes, the doctor said, we will close the wound. No problem. To begin with, he prescribed an 
ointment. But the wound got bigger and bigger. But shortly this (the wound) opened up 
(exulcerated). Yes, I have to say that there is almost no-one who has any experience of 
such wounds. Our general practitioner agreed. Everybody just tries something else. I have 
to say that there were many lovely people and I am sure that they are doing their best but 
they have no idea how to take care of somebody with such a wound.”
Peter’s statement demonstrates how he and his loved one took hope from the information the 
general practitioner gave to them about there being a good chance of closing the wound. This 
turned out to be misinformation. This misinformation destroyed all hope. Most of the interviews with 
informal carers had a similar experience. As stated by Holtslander and Duggleby (2009) losing 
hope was also a serious concern when caring for a spouse with cancer (Holtslander and Duggleby 
2009). The literature also shows that the informal carer’s hope was focused on their loved one and 
their own caring, and not on themselves (Holtslander et al. 2005). After such an experience the 
informal carers tried to get support elsewhere. Once again, the doctors were friendly but could not 
give the support requested with the consequence that the informal carers were again on their own. 
Many informal carers mentioned that their doctors prescribed something but did not consider what 
this meant for the informal carers and their loved one As Philipp reported:
7 do not know what the doctors are thinking of. They prescribe something readily, like our 
general practitioner gave us an ointment with antibiotics and said simply, yes you can apply 
it to your wife’s wound twice a day. But I do not think he has ever considered what this 
means to me and my wife. It caused us serious mental stress.”
This statement highlights that some doctors just prescribe something without thinking what kind of 
psychological impact this treatment could have on either the informal carers who often carry out 
the prescribed treatment or the patient herself. Philipp should have applied the prescribed ointment
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twice a day. This meant that he and his wife were confronted twice a day with the cancer. This 
caused enormous distress to both the informal carer and the patient. The literature suggests that, 
to avoid such distress, informal carers must be involved in the patient’s treatment plan, and contact 
with the patient and informal carers is needed on a regular base to verify physical as well as 
psychological conditions and compliance with prescriptions (Brunello et al. 2009).
Paula recounts her experience with the ointment prescribed to lubricate her mother’s wound:
“The doctor from the hospital then prescribed an ointment for my mother. Yes, it was 
difficult to get it. You had to order it from a pharmacy in Germany. But I had the feeling that 
it does not help. And no one had any experience of dealing with that (such wounds). She 
prescribed this ointment readily but had zero experience with this sort of wound. And the 
fact that she did not even explain how to apply it says everything. Yes, she did not show 
me. I had to deal with this and then I acted as I thought best. I think that is negligent.”
Even the hospital doctor seeing Paula’s mother simply prescribed her an ointment to treat the 
malignant fungating wound. This statement demonstrates how incapable some doctors were. They 
had heard or read something somewhere about a treatment and then prescribed it without knowing 
if the product was available in Switzerland. Moreover, it is probably obvious to the doctor how to 
apply this product but not so to the informal carers. This was a common experience of many 
informal carers. They often mentioned that their doctor had prescribed a treatment but neither they 
nor their loved one had been given any instructions on using it. No doubt a possible treatment was 
prescribed but the informal carers had to find out how to apply it. Because of this lack of support 
they were again on their own.
Other doctors tried to see what kind of dressing would fit the actual wound condition. So they gave 
out various kinds of dressing to try, mostly gauzes and absorbent dressings. As Michael recounted:
“Well in the beginning we were not really satisfied. Yes, because the general practitioner 
had begun to try out things to see what kind of gauzes would work on it (wound). For my
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wife it was like being a guinea pig. Then he taped everything so well we could not remove 
it. The best thing about it was everything was wet again when we got back home. Well, I 
have to say that way did not work. No, it did not work. When we got home I had to redo 
everything. Finally the doctor asked my wife if I could do it in his office because I could 
certainly do it better than he did. I liked the idea. So we could do it as we were used to.”
The general practitioner was one of the first contact points for the patient when the informal carer 
could no longer handle the wound by himself. Most general practitioners tried out any medication 
they thought that would suit this sort of wound. Most of them used gauzes or absorbent dressings. 
Nearly all informal carers reported that the doctors used a lot of tape to attach the medication. 
Because of this they had a major problem removing the tape. One consequence was that the loved 
one’s skin became irritated and blisters developed. This statement shows that the doctor 
eventually includes the carer and they are working more in partnership or collaboration and clearly 
this was welcomed by the carer his expertise was acknowledged and included. Moreover that 
wound dressings have to be matched with the symptoms, such as exudate. In addition, the general 
practitioner acknowledged the informal carer as an expert in dressing the wound. This pays credit 
to the huge efforts of the informal carer.
Some informal carers reported that they were lucky that they met a doctor who understood their 
concerns and could give some support. Adam was one of them:
“After a long time searching we were lucky and found this good oncologist. She took her 
time and understood our concerns. She referred us then to a wound care specialist. 
Unfortunately, this one was not a specialist in oncology wounds. But it worked somehow. It 
was a relief when we came upon this oncologist.”
This statement demonstrates how important it is that the informal carers and their loved one 
receive support appropriate to their needs. This doctor is able to refer Adam and his wife to a 
wound care specialist for further advice. Here they to be able to voice their concerns and to know
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there was a contact point to which they could go. Even when the wound care specialist was 
reported as not being able to give the support they expected, she could give them some advice. 
This statement also shows that the informal carers look for some practical advice to help manage 
the whole situation.
Many of the informal carers came into contact with nurses when their loved one had to be 
hospitalised or if they had an opportunity to see a wound care specialist or if community care 
nurses were involved. The experiences the informal carers had with nurses varied. Some were 
happy to meet supportive nurses but some, like Claudia, were very disappointed. She took care of 
her daughter at home but, as there was a worsening of her general condition due to her co­
morbidities, she had to be hospitalised. She came to visit her daughter daily for a few hours. Her 
experiences were as follows:
’’Every day I visited my daughter for a few hours. Yes, and usually they did the dressing 
change. If they wanted to do it they always told me that I had to leave the room. I even told 
them that I know what it (the wound) looks like. But I had to leave the room. Then I thought, 
for heaven's sake what is going on. But they only cleaned the wound and wrapped it again. 
They probably thought that it would be a shock for me if I saw it or they were so insecure in 
their knowledge of what to do. I do not know. But anyway I dressed it twice daily before she 
went into hospital.”
Others leaving the room when nurses carry out their work is common in some hospitals so that 
nurses can escape any critical eye. As this statement demonstrates, leaving the room was very 
alienating for informal carers. Claudia was not the only one who experienced this. Many informal 
carers felt ignored as they took care of their loved one at home and knew exactly how the wound 
looked. This behaviour on the part of the nurses added to the distress of the carers. Their input 
was not accepted or acknowledged by the hospital staff. The informal carers were dismissed by 
the nurses. Further the nurses seem to lack knowledge about how to work collaboratively with
128
carers. There seems to be a tendency by the nurses to ignore the carers and not to be able to 
acknowledge the work that carers do.
The comment about the nurse’s insecurity as regards dressing the wound may be the case as few 
of the nurses were experienced in the care of a patient with a malignant fungating wound (Probst 
et al. 2009).That is why many informal carers were not satisfied with hospital nursing staff. Many 
watched what the nurses were doing so they could learn something from them for when they again 
take care of their loved one at home. Michael expressed his concerns about the nurses he came 
across:
7 don’t know but if you are a registered nurse, then you should have learnt it during your 
training. But they simply had no idea what to do. Every time, someone different came into 
the room and messed around with it. And yes, every nurse used a different dressing. 
Moreover, I as a husband was there but they did not pay any attention to me. It seemed to 
me as if I might not even have been there. "
This statement indicates there is an expectation on the part of the informal carers that, if nurses 
dress a malignant fungating wound, they have the appropriate knowledge in this field. It also shows 
that there were no guidelines and no wound care protocol to which the nurses could refer. These 
factors are also highlighted in the study by Probst et al. (2009). Ignoring an informal carer when 
accomplishing a nursing activity was viewed as inappropriate by all informal carers who had had 
such an experience. Further this statement demonstrates that hospital nurses are unaware of the 
contribution to care that informal carers provide. The nurses might not being skilled in 
communicating with carers. Most of the informal carers would like to be involved in the care of their 
loved one because they would like to learn from the professionals so they can give the same level 
of support at home.
This statement demonstrates also that Michael was invisible to the nurses.
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Most of the informal carers mentioned that the hospital nurses were nice people but they were 
overstretched by the wound situation. As Peter mentioned:
"This nurse had been really nice but every time she had to change the medication she 
stiffened more and more. You could feel that now comes a more unpleasant moment. And I 
felt that she was afraid about it (the treatment) and also suffered distress. Then she did it 
quickly and left. Of course, I did not get any information on how I could do it at home. "
All informal carers mentioned that they would like to observe the nurse when they were doing the 
treatment as they would learn something from them that they could use when taking care of their 
loved one at home. This is confirmed by Walker and Dewar (2001) where the majority of the carers 
felt dissatisfied with their level of involvement by the professionals. The carers wanted to have the 
feeling of being included in decision making; feeling that there is someone you can contact when 
you need to; and feeling that the service is responsive to your needs (Walker and Dewar 2001). 
But it was different for the carers in the present study. The informal carers’ experience was that the 
nurses were suffering distress during the dressing change. This behaviour was observed by Peter 
who was watching the nurse’s non-verbal communication when attending to the wound and noted 
how her body stiffened and he observed her distress and lack of engagement with him.
Adam on the other hand got some of the support he desired. His wife’s oncologist sent them to a 
wound care nurse as Adam had reached the limit of his capacity to take care of the wound. His 
experiences were as follows:
"My oncologist sent my wife once to a wound care nurse. She was very nice and gave me 
some high-tech wound dressings but she told me that she does not usually deal with these 
wounds. But she had tried to help me. She also explained me how I can attach the 
dressings. She gave me something like a sock to wrap everything. That was really good.
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But the other dressings she gave me were not that good. They were not suitable for this 
(wound)."
This statement highlights that if the informal carer gets a bit of support this can have major 
consequences for the daily life of the couple. The support in question was prescribing a tubular 
gauze so he could attach the dressings without any adhesives as the skin surrounding his wife’s 
wound was damaged because of attaching dressings. The informal carer was maybe 
overstretched when the wound care nurse suggested some advanced dressings. This could be 
because most of the informal carers dressed the wounds with cotton gauzes and absorbent 
dressings. The literature shows that, among other things, the informal carers of cancer patients 
need good communication channels between health care providers and themselves followed by 
practical information (Bolis et al. 2008; Tamayo et al. 2010).
Even Paula needed some professional help as she had difficulty in controlling the wound-related 
symptoms. As well as the care of her mother she had a family with children. Because of this dual 
burden, and as the care of the wound became ever more complicated, she reached the limit of her 
capacity:
"By this time I was on the ropes. It was too much for me taking care of my kids and then 
taking care of my mother with this. That was too much. So I had to look for a solution and 
made some enquiries where I found this community care for oncological patients. They 
came to help me. They were very good. They all dressed the wound the same way and not 
like the people in the hospital, where everybody did something different. I could help them 
and they showed me how to do it, if I needed to do it during the night. I found they were 
very professional. "
This statement demonstrates the crisis that can arise when caring becomes too much, especially 
when there are other dependents such as children in the house. Finding somebody who could give 
them the support they wanted was mostly very difficult, as in Paula’s case. However, Paula was
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one of few that found the support she needed. Most importantly the community care nurses were 
consistent in their approach to the wound unlike the hospital staff. The community care 
professionals worked to a specific guideline had wound care protocols and involved the informal 
carer in their care. They were described as really helpful as they showed Paula what to do at night 
and she describes them as ‘very professional’.
5.2 2.3. Summary of the key findings of not getting much help
This category "Not getting much help" brings out that most of the informal carers mentioned 
particular difficulties in their relationship to health care professionals because of the lack of interest 
shown in their loved one’s disease which arose from the excessive demand it made from the 
professionals. If they get any support they are taken seriously. A few doctors and community care 
professionals have the capacity to involve the carer as a partner in the care.
5.2.3. Wound put stamp of course on everyday life
The eruption of the breast and the development of a malignant fungating wound changed the lives 
of the patients and their informal carers. Rôing et al. (2008) highlight in their study that the informal 
carer is most of the time the first one to witness the signs of an illness (Roing et al. 2008). In the 
current study there are the signs and symptoms of a malignant fungating breast wound. Due to that 
most of the time the informal carers put their lives on hold and adapted their lifestyle to the physical 
and psychological needs of their loved one. Spending time together with their loved one or 
undertaking any leisure time activity in the near future had to be suspended. This category 
contains two subcategories “wound placed limitations on daily living” and “self-neglect due to 
prioritising support”. The first category “wound placed limitations on daily living” highlights how all 
informal carers had somehow to change their daily routine because the wound became the focus 
of their life. The second subcategory “self-neglect due to prioritising support” demonstrates how, 
whether as a result of the diagnosis of the breast cancer or of the care of the wound, the needs of 
the informal carers will to some degree be neglected.
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5.2.3.1. Wound placed limitations on daily living
Living with a loved one who has a malignant fungating wound was for all informal carers a 
constraining experience. The daily burden accelerated as the wound grew and wound-related 
symptoms increased. By and by the wound became the purpose of their lives and dominated daily 
living. Adam reported his experiences:
"The progress of the cancer wound and the difficulty with her lungs as my wife could no 
longer get enough air limited our possibilities drastically. We previously did a lot, like 
travelling, or went hiking. However, these trips decreased more and more with the progress 
of the wound. We were able to enjoy it if she experienced no physical exertion. During our 
walks, she never held me back. She always said I’ll wait here for you. But I could not. I 
always stayed with her. Now we are not able to go out anymore. Well we can sit in our 
garden, the rest of the time we stay inside. "
Adam’s story demonstrates how the breast cancer and its exulceration constrain the life of the 
patient and her informal carer. With the advance of the disease the range of motion becomes less 
and less. As confirmed by Rassmussen et al. (2009) this means that the informal carer and his 
loved one back out of the community with the result that they isolate themselves (Rasmussen et al. 
2009). This statement also shows how devoted the informal carer is by staying close to his wife.
All informal carers related that they tried to adapt daily life because of the wound. Philip for 
example had just retired when his wife’s breast exulcerated. They had planned to travel for three 
months and to enjoy their lives. But his wife’s disease messed up the travel plans, as he described:
"In the beginning it was a shock. We wanted to travel and enjoy our lives. But this cancer 
struck back and that in a very brutal way. Yes, this cancer wound is an open exuding 
wound that no longer heals. We know that it will go on forever. So we knew that we would 
never ever have the chance to do this trip again. So I helped my wife medicate the wound.
133
And one thing: because of the wound we had to adapt our daily routine. The problem was 
that every day was different. You could not plan anything. That was the hardest part of it. "
This statement indicates that besides the psychological burden for the informal carer and his loved 
one, how unpredictable this wound is. Even though the couple responded to the wound, every daily 
routine was different. Planning was difficult as wound-related symptoms can appear in an 
uncontrolled manner, as described by Grocott (2007). Similar to Philip’s experiences with daily 
routine were those of Marco:
"The cancer and the wound put their stamp of course on our everyday life and our time. We 
couldn’t undertake significant activities any more. I accompanied my wife to the wound 
therapy (change of dressings) and then we went straight back home. When we got home 
we had to dress the wound as the bandages were wet. Yes, this wound impacted on our 
daily life day after day. "
Philip’s statement highlights how the wound takes over his and his loved one’s life and the 
demands of the wound are unrelenting. As described in people with chronic illness, the wound 
became the centre of their lives (Hauser and Kramer 2004).
Claudia had to change her daily routine since she started to take care of her adult daughter:
"When the wound was small we did medication after breakfast. But since the wound has 
become so big and smelly we prefer doing it before breakfast so we can eat undisturbed. 
Well we had to change our routine for the day. That was hard. Well, the hardest thing was 
that I had to say to my adult daughter how it would best fit in my everyday life. Yes, and 
even if you think you got a new routine, you had to change it again as the wound conditions 
changed."
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Claudia’s statement points out a factor confirmed by Gilbar (2002) of how difficult it was for her as 
a mother to determine how the wound could best fit to her everyday life (Gilbar 2002). In addition it 
demonstrates how they work as a team to manage the wound as she refers to ‘we had’ 
demonstrating how they work together around the wound. Like Philip, Claudia also finds herself in 
the position where the wound is at the centre of everyday life; the malignant fungating wound 
determined her day.
Some informal carers withdrew from their social life because of the wound related symptoms and 
the intensive labour they required. One was Peter:
"Usually we had lots of friends who came to visit us. But since my wife has this stinking 
thing we do not invite people any more. We do not want anybody to know about it. Also, we 
do not often leave the house as it is festering and stinking. Well, I have to dress it several 
times a day. And yes, so it is better to stay at home.”
This statement shows how constricting wound symptoms such as wound odour or exudate could 
be. They did not have for the opportunity to get recommendations on control of exudate or wound 
odour. Because of this they drift into social isolation because the odour means they cannot invite 
friends to their home. This statement additionally demonstrates again how labour intensive it is to 
take care of a loved one with such a wound as it needed to be dressed a number of times a day.
5.2.3 2. Compromising with this issue
When the cancer became visible the informal carers were faced firstly with a change of their daily 
routine and secondly they had to cope with the entire situation. A consequence of this was that 
matters concerning their own body or health were neglected because they had to work emotionally 
on the disease of their loved one. This was also confirmed in the literature (Roing et al. 2008). 
Potential hopes and dreams for the future with their loved one can no longer be realised.
Michael reported:
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“Well last spring when her breast opened up and she got the diagnosis of breast cancer, I 
sat at my desk and read the whole day. I was so destroyed. Our future was destroyed. I did 
not function any more. So the whole household stood still. I even forgot to take my pills.”
Receiving a negative message was a shock for both the informal carer and the loved one. All 
future plans were destroyed at one fell swoop. Planning for a future together became difficult 
because worries about their future life without their loved one preoccupied them. Moreover, it 
demonstrates an emotional reaction of loss and grief. The lives of the informal carers were 
therefore in a state of suspense. They felt overwhelmed with the whole situation and no longer paid 
attention to their lives and health status. This factor is also described by Rôing et al. (2008). 
Michael for example forgot to take his medication. Some informal carers also described how they 
did not get enough sleep or did not have had any time for their hobbies. One of them was Peter:
7 had to compromise with this issue because I told my wife that I am here for her. I could 
not do anything anymore. I have problems with my blood sugar. Well it is a bit higher than 
average. But now I don’t have time to follow my diet. Taking care of my wife is more 
important.”
The priorities in their lives changed with the increase in wound related symptoms. Kurtz et al. found 
that as the illness progressed, there was a greater adverse impact for informal carers on their own 
health and daily life. Furthermore, they spend more time helping the patient cope with daily living 
activities (Kurtz et al. 1994). Like Michael, Peter also did not pay attention to his health status any 
more. The wish to do a perfect job had become the priority.
Most of the informal carers mentioned that wound related symptoms caused them major 
difficulties. As Adam reported:
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"When all this festering and smell started I thought, I can’t do it. But what else do you want 
to do? I had no other choice. So I had to accept it.”
This statement demonstrates the anger and the feelings of anger this situation gave rise to. The 
informal carers were faced with choices between obligation and responsibility. They feel 
responsible for the lives of their loved one (van Manen 2002). It even shows a helplessness and 
perception of unfairness about the desperate circumstances. They sacrifice themselves for the 
work to demonstrate that they love their loved one. In addition Adam’s statement points out that he 
could not avoid the illness so he coped by accepting it. This fact could be due to the visibility of the 
wound, which makes avoidance impossible. All informal carers mentioned that, since the breast of 
their loved one began to exulcerate, they felt under pressure. Philip said:
"This wound put me under pressure. For this reason, I would not go to play cards with my 
colleagues any more. Since my retirement this had been like a ritual. Well yes, at present I 
have given up all my hobbies, so I can be there for my wife. "
This statement shows that because of the task of caring for his loved one he gave up his leisure 
activities. Being under pressure may also mean that the informal carers try to do everything for 
their loved ones and therefore they do not get enough sleep. This lifestyle makes it difficult to 
resist, for example, anxiety or to cope with negative feelings.
Some informal carers tried to undertake different activities in the meantime, such as Paula who 
had to supervise her two young children as well as taking care of her ill mother:
"I did not have had time for anything. Yes, not even for my own children. These were 
almost on their own. I was there for my mother twenty four seven. Once I wanted to go to 
the hairdresser, but I had to cancel the appointment because the wound was festering so
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much I had to change the dressings nearly every hour. This wound had me completely 
under control. "
Having a triple burden demanded significant organisational management. Even if everything is well 
organised Paula cannot address her own needs. The wound is everything and it embarrasses her 
to pay attention to her own needs. Again like Philip and Adam the wound was experienced as 
unpredictable and controlled Paula and disrupted daily routines with the children. Claudia, who 
took care of her daughter, had the same experience:
7 do not know. I think I do it the right way. Of course I neglect my leisure activities like 
biking. But now I am here for my daughter. Otherwise I will blame myself if I don’t do it.”
Some informal carers already give some thought to their life after the death of their loved one. 
Adam’s, Paula’s and Peter’s loved one’s died shortly. They narrated that they appreciated their 
time they spent with their loved ones. Adam expressed it the following:
“Yes, retrospectively I did the right thing. I was there for my wife. I cared for her. If I would 
not have done that I would feel bad now. ”
5.2.3.3. Summary of key findings of the wound put stamp of course on everyday life
From this category “wound put stamp of course on everyday life” it emerges that the daily burden 
increased with the growth of the wound and its related symptoms. For all parties the wound 
became the centre of their life. As a result they concentrated on the health status of their loved one 
and neglected their own.
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5.2.4. Caring a great deal for her
The diagnosis of breast cancer and the ulceration of the breast put the existing relationship 
between the informal carer and the patient in suspense. Most of the time the informal carer adopts 
a supportive and caring role as the loved one has to deal with the illness and increasingly gets into 
the role of a sick patient. This category highlights how the informal carers dealt with the new 
situation and with the changing relationship. It contains two subcategories “Wound became 
incredible difficult to manage” and “Difficulties to find and get information”. The first subcategory 
“Here the thing is open” discusses how the informal carers experienced the situation of an 
ulcerated breast. The second subcategory “Not being the same as before the disease” highlights 
how the relationship between the informal carer and their loved one changed.
5.2.4.1. Here the thing is open
Most of the informal carers said that the emergence of the wound did not change much because 
breast cancer was diagnosed before the exulceration and they tried to maintain their normal 
lifestyle. To maintain the normal lifestyle even though their loved one is diagnosed with a life 
threatening disease is also stated in the literature (Roing et al. 2008; Spichiger 2008). Other 
informal carers related that giving support to a loved one who had been diagnosed with a cancer 
that does not exulcerate could be easier as they had only to make sure that medication is taken 
and as they knew exactly what they had to do. However, the informal carer encounters difficulties 
in taking care of a wound. As Peter mentioned:
”1 have to say, it is easier to support somebody if the cancer is in an internal organ. In that 
case you have to see that the patient is taking the right pills. But here the thing is open. 
There I had to go over. I felt totally helpless, but I did not want her to notice it. I wanted to 
do it. Therefore I had to cut back my needs. Initially, we had done it before breakfast and 
then we found that it is more comfortable to do everything after breakfast. Yes, it is the
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factor you want to do it for her and I wanted to help her. Yes, just what needs is being there 
for her. ”
This statement shows that taking care of a malignant fungating wound was a challenge for informal 
carers. They took upon themselves the burden of managing the wound by themselves despite 
feeling helpless. The pitiable sight of their loved one’s body change shocked most of the informal 
carers. Furthermore Philip also worked to disguise his feeling of helplessness to help his partner 
feel more comfortable. Ray and Street (2006) highlighted in their study that couples had spent a 
lifetime to build up a relationship with their bodies that was destroyed as a result of the illness (Ray 
and Street 2006).The big change was that the informal carers had to limit their needs. This meant 
also that they had to give up things that were important for them (Molassiotis et al. 2009). They 
took on the role of the carer who is there for his loved one round-the-clock.
Due to the exulceration the cancer became visible. This visibility was perceived as a dreadful 
experience. As Adam reported:
“For me this wound was, and I believe this is the big difference from other cancer cases, 
was that it is visible. It was a sight to behold. It was not pleasant. That was the hardest 
thing. That is why this cancer was ever present. It is like plague. I had to look at it 
daily. It (the cancer) does not work invisibly. I have to repeat that in this sense this cancer 
accompanied me every day. This was very hard. I tried to forget it.”
For Adam, once the cancer became visible through the wound, not only the loved one but also 
Adam was reminded of it when applying medication. This visibility meant that the informal carer 
could not avoid the illness of their loved one anymore. The illness became obvious. This factor was 
reported by all informal carers. The comparison made by Adam of such a wound with the plague 
demonstrates how important values such as solidarity, friendship and love are as a possible
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solution to cope with this disease as this disease could never be disregarded. Most of them coped 
by trying to forget it, and by disguising their feelings in front of their partner like Philip.
For all informal carers the visibility of the cancer was shocking. They tried to explain how they 
experienced this visibility.
7 really have to say, this wound nearly “ate” me. It looked so awful. I did not want to say 
that I had to bring myself to deal with it. Yes, I had to bite my tongue. I had to go through 
this situation. I have never ever in my life seen anything like this that was worse. And this 
had happened to my daughter. As dreadful as it was, it became my purpose in life.”
This statement by Claudia demonstrates how dreadful the sight of such a wound could be. In 
contrast to the other informal carers who took care of their wives or in one case of the mother, 
Claudia takes care of her daughter. Here we have a different understanding of the role. Claudia 
has to take care of her adult daughter. This means that after the development of personality as well 
as displacement from the parent’s house the daughter returned home to the mother (Gilbar 2002). 
In addition, there is a new dependence of the child on the love and affection of the mother. This 
statement demonstrates how taking care of the malignant fungating wound gave purpose to her 
life. Some of the feelings expressed by the carers are shared by the patient. However, this 
description is very vivid as though the carer is going through the same terrible situation as the 
patient.
Peter describes his experiences in this way:
“Yes, and eh it was very frightening, this wound. Yes it scared me. I was always afraid that 
it could burst and she would bleed to death without me noticing. That was very frightening. I 
always had to be on the alert. And this was twenty-four-seven. It robbed me of sleep. But I 
wanted to be here for her needs. ”
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Bleeding was the symptom that scared Peter the most. Some carers like Peter already had 
experience and knew that if the wound bled their loved one could lose a vast amount of blood. This 
could also mean that, if the bleeding did not stop, this might be lead to death. Most informal carers 
experience desperation as on the one hand they reach the limit of their capacity to manage the 
wound and on the other management of the wound becomes the centre of their life like Peter who 
had always to be alert for changes in the wound and the emergency situation that could arise if it 
should bleed. The incidence of bleeding in malignant fungating wounds increases due to the 
platelet function due to the tumour (Nazarko 2006). Chrisman (2010) reported in her paper that 
sudden bleeding left patients, informal carers and nurses frightened and shaken (Chrisman 2010). 
Michael reported how the wound could become too much for him:
"So I have to say by this time this thing had driven me up the wall. It was too much for me. I 
almost could not continue with this. I felt so tied. Your whole life centres on it. I did not want 
to put her in hospital. We wanted to deal with it at home because this was the most 
satisfactory method for my wife. ’’
This statement demonstrates how, due to the complexity of the care of a loved one with such a 
wound, informal carers can reach their limit. On the one hand they try to do their best to deal with 
the situation as they would feel guilty if they had to hospitalise their loved one. On the other, it is a 
twenty-four-seven job and they had to make compromises in relation to their own needs.
As well as coping with the new situation, taking care of the loved one also means coming to terms 
with their changing relationship. How the informal carers experience that will be presented in the 
following subcategory.
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5.2.4.2. Not being the same as before the disease
After dealing with the new situation and the changes they bring informal carers discussed the 
changes in the relationship between them and their loved one. Many of the informal carers found 
that a previously fit and able person was now a person who needs their support. Ray and Street
(2006) report in their study that many of the carers that degenerate over a short time through an 
illness into a person needing support have to reorientate their expectations and the whole 
perspective of the understanding what is family life (Ray and Street 2006). This changes all their 
understanding of partnership and their expectations of it. The biggest change took place on the 
sexual plane. When asked about the change in the relationship due to the wound, all male informal 
carers except Marco brought up the loss of sexual intercourse. The literature shows that patients 
living with cancer experience problems with their sexuality (Barton-Burke and Gustason 2007). 
Michael reported how he experienced the change in his relationship:
“This cancer is visible. That was the terrible thing. Seeing my wife with this cropped breast. 
Once she had this our relationship changed. I cannot say what has changed. It is not the 
same as before the disease. Well probably because we don’t have intimate contact any 
more. I do not know.”
This statement shows that the visibility of the illness, the change of actual body image, had a 
significant influence on the intimate relationship. In the case of Michael’s wife the breast was 
consumed by the cancer. It also demonstrates that Michael had difficulty saying what had changed 
but from the context it seems to refer to the intimacy. This could be a problem for him and his wife 
as they may feel a loss if intimate contact. Along with the change of body image, wound-related 
symptoms like malodour or exudate also play an important role.
Adam recounted his experiences:
“Yes, it (relationship) changed. Well, no intimate action took place any more.
You care a great deal for her. But you don’t feel attracted any more. You like
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each other. It is always an emotional pressure. You can see how the life of 
the other person goes downhill. Yes it has changed. ”
Adam’s statement demonstrates again the loss of attraction but also highlights that there was a 
change from the term “love” to the term “like”. Marco on the other hand still loves his wife; as he 
relates:
“And I have to say that our relationship has never been bad. I have to say that in this phase 
it got better. Well better and different. There was no sexual intercourse any more but I still 
loved her. That was the important thing.”
This statement highlights that a disease like a malignant fungating wound can weld the couple 
together. This was also stated in Sheppard and Ely’s study on relationships of patients and their 
informal carers where having a cancer diagnose brought them closer (Sheppard and Ely 2008). 
For some the change in their relationship took place on the sexual plane. For some informal carers 
the wound per se was not the cause of the change of the relationship; rather, it was the amputation 
of the breast and the surgery scars, as Marco mentioned. Even Philip reported that his relationship 
did not change that much because of the wound. However, the change of body image was a 
determining factor:
“Yes, this wound did not change our relationship. The thing that changed it was the 
amputation of the breast. Now, along with these awful scars, there is this wound. This 
amputation was not easy for our relationship. But we have to live with it. It changed, yes it 
changed. But I have to say I had no problem with sexuality because of the wound. ”
This statement demonstrates how, due to the amputation of the breast, Philips’s wife lost in his 
view an important aspect of her femininity. In the literature the changed body is described as 
becoming a focal point of attention to those who interact with them (Rasmussen et al. 2009).
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Losing a breast was not easy for either side, for the woman and the informal carer. They had to 
come to terms with the new situation. Philip was an exception as the appearance of the wound did 
not change his relationship much. This could be due to the fact that the wound was small and easy 
to handle. But as the wound grows and wound-related symptoms appear a change of relationship 
occurs. Adam on the other hand explained that he was always concerned about bleeding. This was 
the main factor that affected his sexual relationship.
Peter said, in connection with his change of relationship:
“After the amputation there was no nice wound. It was not an aesthetic matter. It is 
somehow a relationship burden. Also because of the wound, this was aesthetically not a 
very nice thing. And this malodour. But I have to say, if you are 40, this is something else. I 
could tolerate it. This was also very important for her. “
Peter raises, along with change of body image, the aspect of malodour. According to Lindahl et al. 
(2008) caring for a loved one with a malodorous wound stands for facing the demands and 
challenges of remaining close to the struggling and suffering of the loved one’s best interest 
(Lindahl et al. 2008). This statement highlights further how challenging it is to be exposed to an 
unbounded body.
5.2.4.S. Summary of key findings of “Caring a great deal for her”
From this category “Caring a great deal for her”, it arises that informal carers adopt an informal 
carer supportive and caring role. Firstly, they had to deal with the situation itself as the cancer was 
now visible. This was one of the most shocking aspects of the illness. Fear of bleeding, being 
exposed to malodour, were other aspects the informal carers were challenged with. A contributing 
factor to this was the change of body image that had an impact to the loss of intimacy. Taking care 
of a loved one had for some informal carers also a positive aspect. Through the care they feel 
closer to their loved ones.
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5.2.5. Summary of the findings of chapter 5
Dealing with the situation of the loved one having a cancer that was visible was hard for all 
involved parties. The visibility of the cancer was one of the most shocking aspects. Meanwhile 
there was a change in the relationship. Contributing factors to this were the change of body image 
and the deterrent wound odour. This had a negative impact on the sexual attractiveness of their 
loved one. Nevertheless, the informal carers wished to help their loved one and gave of their best. 
Through this, the wound became their centre of life. Because of this, they concentrated on the 
health status of their loved one and neglected their own. All informal carers managed the wound on 
their own. For all it was a major burden. They had to test what suited the wound condition. That 
was not easy because it transpired that getting helpful information was difficult. All informal carers 
did everything that could help their loved one. Therefore they risked becoming isolated. When the 
informal carers wanted professional support, most of the time they did not receive any. But this 
was the most important issue for all of them. The lack of support reflects either lack of interest in 
the disease of the loved one or lack of knowledge. Furthermore, health care institutions do not 
have guidelines or wound protocols on how to treat these wounds. If informal carers receive 
practical support, health care staff are treated as professionals.
5.3. Summary of the result-part (chapter 4 and 5)
From the interviews with the women and the informal carers, it emerges that the women and the 
informal carers initially struggled with the management of the malignant fungating wound due to 
uncontrollable symptoms like malodour, bleeding, exudate, pain and itching. The problem was that 
the management of the wound related symptoms was an extremely complex and time consuming 
task for which the interviewees often had inadequate materials and dressings to hand. Further the 
symptoms caused a fear of being stigmatised. The goal of all the women was to have everything 
under control and to get back to normality. This means that they would like to have their wound 
related symptoms as well as the side effects of the cancer treatment under control so they can 
recover a certain quality of life. The embarrassment produced by the illness as well as its visibility,
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and the subsequent loss of control, had a major impact on the daily life of both the women and 
their informal carers. This means that body reality and body ideal no longer concur. They had to 
learn how to live with their unbounded body. The altered body image became the focal point of 
attention for those who interact with them. The distressing sight of the body change shocked not 
only the women but also most of the informal carers. The illness altered their roles and 
relationship. The women became a patient and the informal carer a carer. Spending time together 
or undertaking any leisure time activity in the near future had to be deferred. For all parties the 
wound became their centre of life.
To improve their situation the interviewees sought professional help. But this was a disappointing 
experience for most of them. The results demonstrate that specific symptom management is often 
a challenge for doctors and nurses in an oncology or palliative setting. The interviewees reported 
that health professionals were out of their depth when asked for support. Due to the lack of support 
the women as well as the informal carers took on themselves the burden of managing the wound 
by themselves. They experienced a lack of availability of health care systems. A consequence for 
the informal carers was that attention to their own body or health was neglected because they had 
to devote their emotional energy to the disease suffered by the women.
Because of their disappointment when attempting to find specialised support, they used their own 
strategies to manage the wound.
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Chapter 6 Discussion
6.1. Introduction
This study focused on understanding the ‘lived experiences’ of patients with a malignant fungating 
breast wound and those of their informal carers. To investigate these experiences an interpretative 
phenomenological approach was utilised. Through this methodology it was possible for the 
researcher to get insight into the lived experiences of women with fungating breast cancer and 
those of informal carers. The data gained out of the interviews were rich and gave an in-depth sight 
into their experiences. The experiences of the women and informal carers demonstrated how 
difficult it is to live with such a wound. Both, the women and informal carers had to work hard to 
manage their wound related symptoms. They gave an insight of how they lost control over their 
bounded body. Some women coped by hiding and denying others isolated themselves. The role of 
the informal carers shifted from spouse, daughter or mother to supportive carers. They had to 
acquire the tasks of palliative wound care to manage their loved ones wound. Lack of knowledge of 
the wound was reported as a problem both for the women and informal carers and few had 
successful contact with health care professionals.
In the following the meaning of the wound, in relation to the women and their informal carers, is 
discussed.
6.2. Meaning of the wound 
6.2.1 Losing control of the body
The results illustrate that managing a malignant fungating wound was a difficult task for both the 
women and the informal carer. The difficulty was to manage wound-related symptoms like exudate 
or take control of the odour, as well as the undesirable adverse reactions of the cancer treatment 
such as lymphoedema. Every woman had her own strategy to manage the wound. It was found 
that women reported that the symptoms were in general unpredictable and uncontrollable. One of 
the main factors the women reported was the difficulty of managing their symptoms like malodour,
148
bleeding, pain, exudate or itching. The results demonstrate that clustering of these symptoms is 
common in malignant fungating wounds. It is stated in the literature that in palliative care a 
combination of symptoms occurring in relation to each other can have a harmful effect on overall 
patient outcome (Esper and Heidrich 2005; Tsai et al. 2010). This is demonstrated in many of the 
women as all of these symptoms were difficult to control and they all shared a distinctive feature: 
either associated with or cause a bursting and breakdown of the surface of the woman’s body. 
Smell was a perpetual problem for the women. According to Lawton (2000) smell created a 
boundary around the patient, repelling others away. Classen et al. (1994) argued that odours 
cannot be contained. Odour escapes easily and cross boundaries (Classen 1994). A consequence 
of not containing the odours is that in the current study most of the women who suffered from 
odour emitted from their body stayed at home. Through that they could contain the odour within a 
more bounded space (Lawton 2000). Lawton (2000) labelled these incidences of the breakthrough 
of the body with the phrase ‘unbounded body’, meaning the literal erosion of the patient’s physical 
boundaries (Lawton 2000). In her work Lawton researched within the hospice environment, where 
she observed closely the experiences of patients with advanced disease, using an ethnographic 
method. The results demonstrate why women with their severely unbounded bodies also 
experienced a loss of self. Lawton argues that patients with unbounded bodies “lost one of the 
criteria for personhood by virtue of their lacking the corporeal capacity for ‘self-containment’” 
(Lawton 2000, p.142).
The women also reported having difficulties with festering. Here fluids normally contained within 
the body are emitted and leak to the outside creating another aspect of braking the usual body 
boundaries. This leakage often happened in an uncontrolled way . The women were in urgent need 
of symptom control to reduce distress and reduce their isolation. The management of the wound to 
bring the wound-related symptoms under control caused the patients and the informal carers’ 
considerable work. This meant that the wound became the centre of their lives. They had to adjust 
and dispense their activities of daily living to the needs of the wound. Most of the patients reported 
not wanting to become a burden to others. In Charmaz’s (1997) study she also describes how 
people were anxious not to become a burden. Therefore women in the present study tried to solve
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the problem of the wound by managing symptoms themselves. The problem was that they were 
living in a body that could not be trusted as the wound-related symptoms were uncontrollable.
The impossibility of achieving control meant that they lost control of their bodies (Lawton 2000). 
Losing control also reinforced an existential aspect of their life with cancer. The loss of control by 
cancer patients has been reported in the literature as one of the highest concerns and may affect 
the willingness of adopting positive health behaviours (Enskar et al. 1997; McCaffrey 2006). Wicks 
and Mitchell (2010) found in their study with 10 cancer patients that there was a loss of control 
throughout the treatment process by cancer patients. This loss of control resulted in a sense of 
frustration and anger (Wicks and Mitchell 2010). Furthermore the loss of the bodily boundaries is a 
visible sign of the advancing disease. Here the physicality of the cancer is visible to the women.. 
Consequences of the illness often include considerable psychological, social and spiritual suffering 
over and above the deteriorating physical health. It is stated in the literature that complex 
symptoms need to be differentiated between clinical syndromes such as anxiety for example of 
bleeding and the broader psychological dimensions of suffering like existential concerns and hope 
(Kelly et al. 2006). Palliative care is based on holistic care and suffering is an experience not of just 
the body but the whole person (Kahn and Steeves 1995). Furthermore Kahn and Steeves (1995) 
highlighted that suffering can not only be experienced by the individual but anyone like informal 
carers or health care professionals who interact with the patient who is suffering are without fail 
involved in the process. In the current study the women and informal carers were involved in this 
suffering as a result of the cancer.
The literature demonstrates that suffering of others demands an understanding of what makes 
them the individuals they are (Copp 1994; Daneault et al. 2004). According to Frank (2001) most of 
an illness does involve suffering. Suffering is the unspeakable and usually impossible to reveal 
totally to strangers (Frank 2001). It is that what the women never again can achieve. That is the life 
that they had before their physical erosion of their body. Frank (2001) argues that "the core of 
suffering is the sense that something is irreparably wrong with our lives" (p. 355). Suffering stands 
also for loss and loss is something that is absent (Frank 2001). Frank’s work is based on personal
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narratives of his experiences of surviving a heart attack and cancer. Further he had immersed 
himself in the narratives of people who had lived their illnesses and he was speaking regularly to 
illness support groups and to medical groups.
In the current study the women lost the wholeness and the confidence to their body and this loss 
caused them distress. Distress is an understandable response the many losses that the women 
experienced along the journey of their life limiting illness. This is seen in the wound management 
studies of Grocott (2007), Piggin & Jones (2007) and which showed that malignant fungating 
wounds were associated with distress. Lawton (2000) argues that people with severely unbounded 
bodies experience a loss of their self. This is because patients that lost their boundaries of their 
bodies lost one of the criteria of their personhood (Lawton 2000).
Charmaz (1997) goes further to describe patients with chronic illness as well as the informal carers 
trying to control the illness but in reality they are controlled by the illness. This description of how 
patients experience the erosion of their physical boundaries mirrors the experiences of the women 
and their informal carers living with a malignant fungating wound. Grocott (2007, 2005) also built 
upon Lawton’s (2000) work showing that malignant fungating wounds also have an effect on 
individuals, their families and health care providers because the individuals are confronted with 
loss to their body boundaries. Individuals may isolate themselves from family and friends due to 
the loss of their sense of self. The separation arises from revulsion related to uncontrolled leakage 
of malodorous exudate and disfigurement (Grocott et al. 2005; Grocott 2007). This was seen in this 
studies data where women described the revulsion shown by nurses and friends to the wound.
The results demonstrate that taking care of patients with a malignant fungating wound is complex 
and practitioners providing care must have a firm grasp of the palliative care perspective as well as 
assessing the patient more broadly to encompass suffering and distress.
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6.2.2. Coping with the wound
Living in an unbounded body is to cope with the wound and the whole situation. Kenne Sarenmalm 
et al. (2007) demonstrated in their descriptive study with 56 women with breast cancer that the 
coping effort experienced could have an effect on the health related quality of life. Further the 
authors highlight that patients with a lower coping capacity report a higher level of distress and a 
higher prevalence of symptoms and adjustment to their illness. This led to a decrease of their 
health related quality of life (Kenne Sarenmalm et al. 2007). It is reported that emotion-focused 
coping, which aims to manage emotional distress, is used in situations that are viewed as 
uncontrollable (Wu et al. 2009). In the current study the coping strategies of some women were 
damaging either hiding and denying or alternatively isolating themselves.
Symptom experience and quality of life deteriorate over time (Molassiotis et al. 2009; 2010; O'Hara 
et al. 2010) and therefore coping alone can potentiate suffering. The capacity of coping and 
depression are explanatory factors for the changes in quality of life (Henoch et al. 2007). In the 
current study most of the women gave their best to cope with the difficult wound and tried to move 
on with their illness by efforts of building hope. Some like Berta focused on their belief that they 
could overcome their disease and regain a normal life. This fact of believing that the disease could 
be overcome to get a normal life back is also described by Wu et al. (2009) who say this in their 
phenomenological research study with ten cancer patients who were receiving chemotherapy. The 
loss of confidence bore by the uncontrollability of the symptoms exceeded the women on their 
limitation of tolerance and affected their efforts of building hope. Maikranz et al. (2007) 
demonstrates in their study that rebuilding hope is significantly related to a better physical health- 
related outcome (Maikranz et al. 2007). For example Anna found hope in continuing to run her 
business. According to Lawton (2000) it is through the body and the ways the body is presented in 
a public view to whether the women were socially accepted. Being able to be socially active and 
present a normal social front was important for the women. In addition the literature demonstrates 
that active coping strategies used by patients with cancer are generally associated with positive 
outcomes (Moore et al. 2003; Wu et al. 2009). This could be encouraged by healthcare 
professionals by better wound management. However, due to the unpredictability and
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uncontrollability of the symptoms, the women and their informal carers were unsure if they were 
doing the right thing when treating the wound. Every couple had a strategy to bring the symptoms 
under control and therefore various methods were adopted. Some women like Berta used 
alternative medicine to manage her wound related symptoms. The literature states that the use of 
alternative medicine in cancer patients increased over the last few decades (Cassileth et al. 2001; 
Goldstein et al. 2008). Yildirim (2010) demonstrated in her cross-sectional study with 68 women 
with metastatic stage IV breast cancer that the most common reason for using alternative medicine 
was to treat cancer followed by improving their health. The most commonly used therapy was 
herbal medicine followed by nutritional supplements and prayer (Yildirim 2010). Schernhammer et 
al. (2009) demonstrated that mostly women and older people favoured alternative medicine. On 
the other hand Schernhammer et al. highlight that people who are satisfied with conventional 
medicine were less inclined to use alternative medicine (Schernhammer et al. 2009). The women 
interviewed were mainly in their ôOies and many were using alternative medicine. Here for example 
tissues or ointment of marigold (Cravotto et al. 2010) or curd cheese was used to manage the 
wound related symptoms. Complementary and alternative medicines (CAM) are often used in 
Western society when people feel dissatisfied with the care they currently receive or want more 
involvement in helping their recovery. This may not be the case as the use of alternative medicine 
is very common in Switzerland as it is paid by most health care insurances. For nurses the use of 
CAMs is rarely seen as part of their skills and is discouraged in many conventional medicine 
approaches. This means that alternative medicine may need greater recognition in the care of 
patients with a malignant fungating wound. Furthermore clinicians need to develop strategies to 
ask about CAMs and be more open to women’s experience of using such products.
6.2.3. Wound as a burden of the informal carers
When caring for a loved one with cancer, informal carers must deal with several emotions not only 
the impact of the cancer diagnosis but the fear of their loved one dying, Furthermore the physical 
demands of managing symptoms and assisting for activities of daily living can also cause stress
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(Doorenbos et al. 2007). According to Kristjanson & Aoun (2004) informal carers are responsible 
for making available most of the physical and emotional care of the loved one. They have to 
manage complex symptoms in the home, and have to organise and coordinate health services 
(Kristjanson and Aoun 2004). In the current study informal carers had to accurately interpret and 
monitor the loved ones condition in helping manage such complex wounds. In addition inaccurate 
recognition may result in suffering of the loved one and create a big distress for informal carers 
(Miaskowski et al. 1997). Furthermore, being responsible for symptom management is described in 
the literature as an aspect of care that may create a considerable burden (Ferrell et al. 1991). 
Caregiver burden refers to people’s emotional response to the demands and changes of giving 
support to each other (Higginson and Gao 2008). Generally, the more time consuming and less 
flexible the care tasks are, the more burden is experienced by the informal carers (Nijboer et al. 
1999a; b). This could be seen in the way some women protected partners from the management of 
the wound to try and reduce the burden. Other informal carers helped and aided in dressing the 
wound. The results of the current study underpin the findings of Nijboer et al. that carrying out care 
is a time consuming task for example the management of the wound. Here the larger burden was 
experienced by the informal carers. Nijboer et al. describe that the more ill the loved one was the 
more demanding and extensive the care tasks required. This links to the findings that informal 
carers experience a worse quality of life when their loved one needs palliative care more so than 
receiving a curative treatment (Weitzner et al. 1999). According to Haley (2003) a majority of the 
informal carers in the context of cancer are family members. Most of the family members are not 
prepared for the new tasks (Haley 2003). In the current study the majority of the informal carers 
were family members. They struggled with the advanced disease and also were not prepared by 
care professionals for the care tasks. Malignant fungating wounds are the visible evidence of the 
advanced disease. This visibility of the wound was a dreadful experience for all participants as the 
illness became visible thereby and in addition they were reminded of the illness every time they 
changed the dressings. Informal carers experienced revulsion towards smell and other substances 
emitted from their unbounded loved ones. This study demonstrates that informal carers like 
Claudia, Marco, Michael and Philipp play an important role in the context of malignant fungating
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wounds. Taking care of a loved one was a major challenge for all of these carers. The altered body 
image of the loved one was a shock for most of the informal carers. This was suggested by Roing 
et al. (2008) as the couple had spent a lifetime building a relationship which was now destroyed by 
the illness. For many of the informal carers the previous role within their relationship was 
suspended. The informal carer became a supportive carer. They supported their loved ones 
around the clock. This meant that the informal carers had to cut back on their own needs such as 
taking care of their own chronic disease, social life or work. Having a life-limiting illness like a 
malignant fungating wound involves a series of progressive losses (Rhodes and Shaw 1999). 
Rhodes et al. named the losses through illness by giving up social and leisure activities or even 
social roles. Rhodes et al.’s findings correspond to the experiences of the informal carers of the 
current study. Here the care of the loved one cut back the needs of the informal carers. However 
they tried to do their best to achieve something good for their loved one. The goal of all informal 
carers was that their loved one should stay at home and not have to be hospitalised.
Carers supported their loved ones not only in managing their wounds, the household as well as 
giving emotional support to their loved ones. Supporting their loved one in managing their wound 
was both physically and mentally challenging. The literature demonstrates that there exist 
knowledge gaps in symptom management for carers (Grbich et al. 2001 ; Osse et al. 2006). This 
knowledge gap is because carers have to face a new situation with new tasks. Furthermore the 
informal carers reported having difficulties related to social isolation, neglecting themselves and not 
being acknowledged for the care work they do. Having unmet needs is also reported in the 
literature (Soothill et al. 2001). In Soothill’s study mostly unmet psychological needs were reported 
by carers. The authors also reported that the needs informal carers have are for honest 
information, good relationships with health care professionals’ practices and levels of interpersonal 
skills (Soothill et al. 2001). This was reiterated in this study where informal carers said that they 
need support how they have to dress these wounds and where they get the required information. 
The requirements of support for informal carers when undertaking practical nursing-tasks is 
important (Bee et al. 2009). It is important as this facilitates coping by enabling patients and
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informal carers to make informed decisions (Broback and Bertero 2003). According to Singer et 
al.’s study (2005) 47% of the carers thought the information they got from health care professionals 
was insufficient or inappropriately focused. Singer et al.’s study underpins the findings of the 
current study. Here the informal carer reported that the health care professionals did not involve 
them in the care of their loved one and they did not feel supported in their own right (Singer et al. 
2005). Many informal carers isolated themselves due to the big workload. Aid red et al. (2005) 
demonstrated in their study that the impact of being socially isolated was compounded by the 
failure of professionals to spend time with patients and informal carers so they could address their 
concerns adequately (Aidred et al. 2005). Clinicians need to consider not only the women but also 
involve informal carers in the care providing information on how to assess and manage the wound 
but also nurses need to more broadly manage the care in terms of the social network of the 
patients.
6.2.4. Lack of knowledge of the wound caused problems
It was only when the wound size caused problems, or wound-related symptoms were 
uncontrollable, that the women and informal carers sought professional help. Most of the women 
and informal carers were very critical of health care professionals. This could be because they 
were not involved in the care of their loved one or they did not get the requested support they felt 
they needed. The women and informal carers reported that they expected to receive helpful and 
practical support from their general practitioners, consultants or nurses to allow them to get back to 
normality. But most of the women and informal carers reported that they did not get the support 
they needed. Aid red et al. (2005) report in their study that professional support was felt to be 
inadequate many patients and informal carers were unclear about what to do if they had queries or 
concerns about their conditions (Aidred et al. 2005). This fact was also apparent in the current 
study where the women and informal carers had difficulties to manage the uncontrollable wound 
related symptoms. However the community nurses were found to be good sources of support with 
the wound but neglected other areas like emotional problems were not addressed. Some nurses
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clearly were distressed or were perceived to be reluctant to care for such wounds. This may have 
been due to the complex nature but also psychological care required as well. Kovàcs et al. (2010) 
describe in their investigation of the mental health of those working in oncology settings that stress 
is high. Here the authors point out that amongst other things the prevalence of emotional 
exhaustion was higher among oncology health care providers. This is because these health care 
providers carry characteristics of emotional burdens due to the fact that they face death and dying 
on a daily basis (Kovacs et al. 2010). According to Bolton (2000) emotional work is described as 
‘hard work’, ‘difficult’, ‘productive work’ and even ‘sorrowful’ (Bolton 2000). In the current study a 
lack of acknowledgement of the emotional work of carers by the health care professionals was 
reported. The women as well as the informal carers described further that there was also a 
reported lack of interest in the patient’s illness on the part of health professionals. Not being taken 
seriously by health professionals was another factor that distressed the participants for example 
women telling of their experiences with the dressings and being ignored. Some health 
professionals prescribed without thinking what kind of psychological consequences the treatment 
could have to either the patient or the informal carer for example removing dressings with pain or 
the subsequent distress related to bleeding. The interviewees justified their criticisms by describing 
the training of health professionals in relation to their condition as inadequate. Furthermore, 
patients as well as informal carers felt dismissed by the health professionals. The lack of 
knowledge on the part of health professionals reported by participants in relation to malignant 
fungating wounds was also identified in other studies (Piggin and Jones 2009; Probst et al. 2009). 
This lack of knowledge meant that women as well as their informal carers were left to their own 
devices in the management of the wound. They searched out and found their own strategies for 
managing the wound. Arman et al. (2002) reported in their study with 17 women with breast cancer 
that health care professionals were unable to communicate with the women. This was because 
both were in a different world of various paradigms. The paradigm of the women was life, existence 
and death. The one of the health care professionals was to treat the physical body from a 
biomedical perspective (Arman et al. 2002). In the literature it has been suggested that patients 
usually tend to underestimate the support they receive as they make an effort to preserve their
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feeling of independence (Nijboer et al. 1999a). Jo Armes (2009) study also suggests that if you 
leave hospital with more than 5 symptoms that these will not be resolved in practice. Holistic 
assessment is therefore crucial to managing complex symptoms. Furthermore raising awareness 
and skills of both physicians and nurses would be of benefit but this should also include how to 
support informal carers so that they feel more skilled and able to manage at home. The results 
demonstrate that when caring for patients with a malignant fungating wound clinicians have to 
achieve a more multidisciplinary, empathie and an holistic approach.
6.3. Limitation of the study
The present study has certain limitations that need to be taken into account. This study was 
focused on the experiences of women and their informal carers who were living with a malignant 
fungating breast carcinoma for at least six months. This means that the patients only included 
women who had an exulcerated breast carcinoma. Other malignant exulcerations were excluded. 
An additional limitation of this study is the geographic location. It must be taken in consideration 
that the interviews were conducted in the German part of Switzerland and reflect the experiences 
of Caucasian Swiss German-speaking patients and informal carers. The sample size may have 
been limited as only 9 women and 7 informal carers were interviewed due to the rarity of the 
condition, however this reflects many of the studies in the literature. Future studies of malignant 
fungating wounds need to collect data across multicentre sites to begin to develop a more 
comprehensive picture.
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Chapter 7 Conclusion and implications for practice
The increasing number of patients with an advanced state of disease due to improved survival 
rates may mean that more patients will require care for this condition. The women and informal 
carers demonstrated how difficult it was to live with a malignant fungating wound. It was hard for 
them to manage their wound related symptoms. Symptom experiences and quality of life were 
deteriorating over time. Symptom work was physical and psychological and had palliative care 
consequences. The physical consequences were the management of the wound related symptoms 
like odour, bleeding, festering, pain and itching. Psychological consequences were to understand 
the suffering of living in an unbounded body. Losing control over the body meant for the women 
losing control over themselves and their lives. The way they knew themselves in the past -  with a 
bounded body -  became distant through the journey of the unboundedness as their disease was 
advancing especially when they got dependent. The women could no longer claim identities based 
upon prior activities. They became somehow dependent. The majority of the women became 
through the illness dependent either on their spouse, daughter or mother. The role of the informal 
carers shifted from a partner to a supportive carer. They had to acquire the tasks of palliative 
wound care to manage their loved ones wound. The wound became a burden for the informal 
carers. Through the intense labour the informal carers experience created a worse quality of life as 
the wound became overwhelming. Malignant fungating wounds are a visible sign of the advanced 
disease. This visibility of the wound was described as a dreadful experience for all participants as 
the illness became visible thereby and in addition they were reminded of the illness every time they 
changed the dressings. Most of the women and informal carers gave their best and tried to move 
on with their illness by efforts of building hope. Hiding and denying or going into isolation were the 
used coping strategies. Every couple had a strategy to cope and bring the symptoms under control 
and therefore various methods were adopted like traditional medicine or complementary therapy.
Lack of knowledge of the wound was reported as a problem when women and informal carers had 
contact with health care professionals. It was reported that informal carers were not involved in the 
care of their loved ones or they did not get the requested support. It was expected to receive
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helpful and practical support from their general practitioners, consultants or nurses to allow them to 
get back to normality but this was not always forthcoming. To support the women and informal 
carers a broader holistic and empathie approach to palliative wound care may help the sufferer to 
experience a coherent balance between the body, mind and spirit. A holistic approach could 
include along with the traditional medicine also complementary and alternative medicine (CAM) as 
complementary medicine has a big acceptance in Switzerland. Complementary medicine is part of 
the basic insurance in Switzerland, so all patients do have access to these products. Little is said in 
the literature in relation to complementary medicine and it is utilised by patients with malignant 
fungating wounds. Clinicians may incorporate or base themselves on both, traditional medicine and 
complementary approaches to managing malignant fungating wounds but should ask about these 
practices when assessing patients. This may be an approach to minimize the suffering of the 
patients. According to Frank (2001) the problem of suffering is not how we know it but how we 
clinicians encounter it. One possible approach is with a broader holistic multidisciplinary 
assessment. With a holistic multidisciplinary assessment and management clinicians could 
overcome the variances in care while allowing individual patient assessment and care planned 
around choices and needs of patients and their informal carers. A comprehensive care plan 
focusing on control of physical symptoms as well as psychological, social, and spiritual issues 
needs to be developed with patients including their informal carers. This means that clinicians not 
only require skills to assess a palliative wound in its physical state but also need to understand, 
and have the communication skills to discuss, sensitive issues such as the psychological impact of 
the wound on the patient’s as well as on the informal carer’s life. Furthermore, management of 
such wounds is taking place within a context of uncertainty as the condition of the patient and the 
wound can change frequently. This means that good symptom control may be seen as a 
requirement for acknowledging hope that the patients and informal carers could live normally. A 
possible tool would be care pathway with the aim to enable recovery in the hospital or in an 
outpatient clinic to a level of wellbeing that is achievable and appropriate for each woman in 
partnership with their informal carers. Through that pathway the patients will have the opportunity 
to reflect on their unbounded body, discuss fears and develop expectations for the future.
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Furthermore the women and their informal carers would begin to trust the nurse. Periodical 
assessments should be accomplished through this care pathway and should help the patient and 
their informal carer to feel understood. Here for example the existing assessment tools like the 
TELER™ system tool described by Grocott (1997) could be translated into different languages like 
German and French so it would be accessible for more clinicians. The TELER™ system measures 
outcomes for key variables of symptom control, dressing performance and impact of the wound on 
the patient's daily life. With this assessment tool change or lack of change are traced. It is, 
however, important that nurses providing symptom management for patients with a malignant 
fungating wound understand the importance of clustering certain symptoms together. The ability to 
understand how symptom clusters impact both in their ongoing assessment and clinical 
management may help to support patients and informal carers. In addition clinicians are 
challenged to understand the meaning of living with a malignant fungating wound considering often 
practical care rather than the emotional burden. Allowing patients and their informal carers to be 
involved with planning their care and managing their wound would give control back and become 
more of a partnership of working.
It is stated in the literature that clinical reflection is an effective method of keeping updated, 
developing personal practice and providing best care for women and their informal carers (Benner 
1994). To achieve the knowledge and skills for oncology clinicians should be trained in their basic 
training and afterwards in continuing professional development. Furthermore wound care, oncology 
and palliative care nurses should know more about palliative wounds. Exploring the meaning and 
emotional distress so that nurses can better understand the meaning of living with such a wound. 
Benner’s (2000) work demonstrates that expert nurses view situations holistically (Benner 2000). 
However, skills of such clinicians should involve 
- The interpretation of complex situations
Holistic assessment and monitoring of the patient and their informal carers, this means 
assessing the patient more broadly in terms of social network
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Care must be organised on an individual basis as the way the patient experiences her 
own body is subjective.
Provide psychosocial support in consideration of the unbounded body
Involve the informal carer in the care and give the required support such as patient /
informal carer perception of priorities, coping strategies
- Control of the wound-related symptoms in particular bleeding, pain, malodour, exudate 
and itching
Provide local wound management
- competent professional, approach to nursing care,
- willingness to spend time with the patient and their informal carer
Furthermore more research in palliative wound care should be undertaken to support clinicians in 
this field. A guideline for the management of malignant fungating wounds for clinicians and 
informal carers should be developed and be translated into different languages. Here potential 
implications for clinical practice could be important in terms of enhancing quality of life of patients 
and their informal carers. With an evidence-based guideline health care professionals will have a 
guideline to manage and care for patients and their families living with a malignant fungating 
wound and cares can find out what works best. Additionally local clinical networks should be 
established to share knowledge and to develop skills with expert practitioners. These skills and 
experiences have the capability to play a part in providing palliative wound care.
Overall there is a lack of research in the management of malignant fungating wounds especially in 
relation to prospective data as the existing research is mostly based on retrospective data. This is 
especially the case for the perspective of the meaning of the wound to the patient, their informal 
carers and health care professionals. Regarding the meaning of the wound the aspect of suffering 
should be investigated in other cultures. Suffering will be expressed differently in different cultures 
and/or countries. This helps to better understand how patients and their informal carers feel. 
Assessment tools should be translated and verified for their reliability and validity so they could be 
used for broader implementation into practice. The teaching of these assessment tools could help
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to develop an understanding of palliative wound care. In addition the question of the experiences of 
the unbounded body of patients and informal carers and their clinicians throws light on how the 
emotional impact of such a wound can challenge body image. The role of CAMs in supporting 
patients with a malignant fungating wounds may link to this emotional aspect but needs confirming 
with further research. Improvements in practice and understanding the meaning of such a wound 
are important messages to arise from this study. If such understanding can improve the quality of 
life of women and their informal carers then such a holistic and empathie approach to wound care 
should be promoted.
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Appendix
Appendix 1 -  Grid of critical analysis of studies that hit the inclusion criteria
Wound management in relation to malignant fungating wounds
Author and 
year
Aim of study Participants Methodology Results Comment
Lund- 
Nielsen et 
al., 2005
Find out specific 
information on wound 
care products that could 
optimize healing and meet 
the patients physical and 
psychological needs
12 female with 
breast cancer
Prospective and 
exploratory
Semi-structured 
interviews (before and 
after the intervention)
Experiences o f malodour bleeding and seepage in 
relation to the dressings were reported:
Malodour before greater than after the 
intervention
Bleeding:11 of 12 women didn’t experience that. 
They express their anxiety.
Seepage: intervention had a positive effect. They 
feel safer
5 participants were treated with chemotherapy, 4 
with anti-hormonal therapy and 3 had reached the 
end stage of the disease.
How these interview were analysed is not proper 
declared.
With the exploration research the experiences of 
these women have to be investigated. Wound care 
products were sponsored by 2 wound care 
companies.
Grocott & 
Cowley, 
2001
-To explore individual 
experiences of malignant 
fungating wounds as well 
as to establish how 
selected dressing 
materials control wound- 
related symptoms and 
reduced the impact of 
such wounds on daily life. 
-To explored the 
introduction of a new 
dressing systems 
generated from individual 
needs and studied the 
effects on symptom 
control and impact on the 
wound on daily life. 
Evaluation of dressing 
performance
45 patients with 
an advanced 
uterine cancer 
and a fungating 
nodule in the
quasi-experimental 
design, emergent 
collaborative design and 
emergent theory-driven 
evaluation.
The impact of these wounds on individual patients 
was described as they were too tired to maintain 
the same frequency and level of dressing changes 
during day and night. Further data on the extent of 
the soiling from the leaking exudate were 
provided. The patients therefore could not achieve 
their personal goals as there was a lack of efficient 
dressing. The dressing performances were 
described. Further the results demonstrated that 
Winter’s moist wound healing concept of moist 
healing may not take into account the differences 
in management of malignant fungating wound.
Fist study that is exploring experiences of 
patients.
Useful information.
Dressing performance is described but no 
information was given about gender, or the 
locations of the wounds. This would be useful, as 
the experiences of females and males could differ, 
depending on the stage of the wound and the 
location of the wound.
Focus was the exudate
The data collection was conducted via the TELER 
system.
Symptoms in relation to malignant fungating wounds
Author and 
year
Aim of study Participants Methodology Results Comment
Maida etal. 
2009
Qualifying the prevalence 
of malignant fungating 
wounds and wound 
symptoms in cancer 
patients at the point of 
referrals and is looking at 
the relationship between 
wounds and age, gender, 
Palliative Performance 
Scale, diagnosis and 
anatomic site.
67 patients (out 
o f 472 cancer 
patients)
Prospective sequential 
case serre
- Prevalence 14.2%
1.4 wound per patient (total of 96 wounds)
- Breast cancer patients had highest prevalence of 
developing a malignant wound (47.1%).
- 67.7% of malignant wounds were associated with 
at least one symptom out of 8 symptoms (pain, 
mass effect, aesthetic distress, exudate, odour, 
pruritus, bleeding, crusting). 32.3% were symptom
Useful data.
Study from Toronto, Canada.
Interestingly odour was not the most distressing 
symptom. And 1/3 of the patients were symptom
Validated quality of life assessment tools were not 
used. Dimensions of symptoms were not 
measured.
Experiences in relation to malignant fungating wounds
Author and 
year
Aim of study Participants Methodology Results Comment
Lo et al., 
2008
-How cancer patients 
experience living with a 
malignant fungating 
wound
-How malignant fungating 
wounds impacts on the 
lives of participants 
-The various processes 
and strategies participants 
employ to resolve their 
main concerns regarding 
the malignant fungating 
wounds.
10 participants 
(6 female and 4 
male)
Exploratory qualitative 
study adopting a 
thematic analysis 
The thematic analysis 
was drawn from the 
grounded theory
The results describe a journey the patients 
undertook when living with a malignant fungating 
wound. The structure and content was 
demonstrated in five themes: 'declining physical 
wellbeing’, "wound related stigma’, ’need for expert 
help’, ‘strategies in wound management’ and 
‘living positively with the wound’. The findings 
demonstrate how closely the patients experienced 
distress caused through the wound-related 
symptoms and the psychological impact caused by 
the presence of the wound.
Most participants were embarrassed due to 
wound-related symptoms like malodour and 
leakage. The wound with the symptoms affected 
their social behaviour with the consequence that 
they isolated themselves socially.
Study was conducted in Taiwan -> different 
cultural background
The journey the patients went through however, 
gives a good overview but also lived experiences 
can differ if the malignant fungating wound is 
located for example on the head or on a breast. 
Further the differences o f experience may change 
in patients who presented with a malignant 
fungating wound for longer than four weeks.
Piggin &
Jones,
2007/2009
to illuminate the 
nature, meaning and 
significance of living 
with a malignant 
fungating wound 
through the description 
and interpretation of 
patient’s experiences 
to allow the 
deeper meaning of
5 females Phenomenology by 
Heidegger with content 
hermeneutics analysis
4 categories:
- the wound representing the worst part of the
- an overwhelming sense of vulnerability of living 
within a body that cannot be trusted
-A changing relationship with family and friends
- a loss o f identity while continuously striving to be 
normal, yet feeling different
The results give an insight of 5 patients. The 
author chose only females. Eolations of these 
wounds are not described. So the experiences 
might be different if they have a wound on their 
neck, head, vaginal or breast. Different locations 
might give a broader insight.
Data collection is done via patients and not from a 
nurses perspective.
Regarding the analysis of the data: done from a 
ontodological stand o f view is fine.
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living with a malignant 
fungating wound to fall 
within the clinician’s 
reach and enable the 
facilitation of more 
empathetic approaches
In the result section the author presents only the 4 
categories. The results are not properly described. 
The author describes them in the discussion 
section.
Cultural aspect has to be considered.
Wilkes et al. 
2003
the experiences of 
palliative care nurses in 
dealing with patients living 
with malignant fungating 
wound
26 nurses (24 
clinical nurses 
consultants and 
2RN)
-cross-sectional 
qualitative approach 
-semi-structured 
telephone interviews
The results reflect the previous study(Wilkes et al. 
2001) in that the nurses tried to do the best for 
both the patient and their families. Taking care of 
such patients was often found as physically and 
emotionally difficult as these wounds are incurable. 
Patient isolation and their changed body image 
was a further challenge for the nurses. They often 
tend not to show their feelings by keeping a 
straight face while caring for these patients.
Study conducted in Australia
Mainly nurse consultants were interviewed.
Helpful information for my study.
Schultz et 
al., 2002
To determine the clinical 
problems common to 
patients with malignant 
fungating wounds 
(caregivers’ perspectives 
of patients’ clinical 
problems)
136 participants Descriptive survey 814 clinical problems were reported. The mean 
number of clinical problems recorded for each 
patient was 6.
Main themes:
-  physical problems
- emotional stresses
- social concerns
- functional compromises
- complications
- nutritional deterioration
The data collection took place at one workshop in 
5 different cities.
Clinical concerns of patients form a caregiver 
prospective. Caregivers were nurses.
Wilkes et al., 
2001
Current strategies used 
by clinical nurses to 
manage malignant 
wounds and to evaluate 
the knowledge of these 
products
71
questionnaires
Postal survey 254 wounds have been treated.
The nurses were aware of a large range of 
products o f the management of malignant wounds. 
Major issue in caring for malignant wounds were 
coping with odour and the high costs of the 
dressings. Further had problems to meet the 
psychological needs of the patients.
This study is a survey -> has a positivist approach. 
From nurses perspective.
This study is asking about wound care products. 
Study conducted in Australia.
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Appendix 2 - Interview-guide for patients and their informal carers
The below-mentioned questions are intended to be a support. The sequence must not be followed. 
Not all questions will be asked.
Introduction
„Y o u  live s ince months with a malignant fungating wound. Could you please tell me, how it is
living with such a wound? You can take your time. I will not interrupt you. I will take some notes
about questions I will go into later in our conversation.
Possible follow up questions with the notes of the conversation:
■ Could you please tell me more about this?
■ Did I understand you correctly, that....
■ How was that for you as a partner?
■ How was it for you?
■ How was it for you as a partner?
■ What do you mean with that?
■ You told me, that What did you wish the nurses or physicians could do for you?
■ What disturbs you the most about this wound?
■ How did your relationship change?
■ Who do you think should do the first step talking about the wound?
■ In the everyday life - how does this wound affects you?
■ In the everyday life - how does this wound affects you as a partner?
■ How do you experience the contact to other people? Do other people besides your partner 
know about the existence of that fungating wound?
■ Did it happen in public that people turned around because of you? How was that for you?
Question at the end for closure: Is there anything else you would like to add that has affected you?
Appendix 3 - Written information about the informed consent
Conceptual translation of a German language document to be used by Sebastian Probst in order to 
conduct research in the Swiss cantons Zurich, Baselland and Bern.
These documents were approved by Dr. Ingrid, Lecturer, Division of Health and Social Care, 
Faculty of Health and Medical Sciences, University of Surrey
Written information about the informed consent for the research participant (Patient)
Dear Mrs...
You have been selected by Dr Dazzi, to be invited to participate in the study "What are the lived 
experiences of patients and their partners with a malignant fungating wound?”. The study is being 
undertaken by Mr. Sebastian Probst within the context of a doctoral program, at the University of 
Surrey in Guilford, England. The study is supervised by Professor Sara Faithfull and Dr Anne Arber 
of the University. Whether or not you volunteer to take part is entirely your decision. Should you 
wish to take part, please carefully read the following information about the research.
Purpose of the study
The purpose of the study is to examine the experiences of patients and their partners, who are 
living with a malignant fungating wound. From your experiences we would like to learn, how nurses 
and physicians can support these patients and their partners in the future.
Why have you been invited to participate in the study?
You were selected to be invited to participate in the study by Dr. Dazzi because your malignant 
fungating wound dates back approximately 6 months. You and your partner speak and read 
German and we hope you are willing to participate at an audio-tape recorded interview lasting 
approximately one-hour.
How is the conversation processing?
Location The interview will take place at a location you agree with Mr.
Probst. It should preferably take place in a quiet environment.
Content During the interview it will be explored how both and your partner live
and cope with the wound. You will also be asked or invited to discuss some 
arising topics in more detail.
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Recording The conversation will be audio tape-recorded and will be transcribed 
verbatim. The audiotapes will be destroyed two years after the completion of 
the study.
Questionnaire At the end of the interview Mr. Probst will ask you to complete a
questionnaire containing questions about your person and the malignant 
fungating wound.
Risks During the interview difficult subjects are talked If you have questions or
concerns following the interview, you can contact:
Peter Betschart
klinischer Psychologe, lie. phil I, Fachpsychologe für Psychothérapie fsp, Psychoonkologe dkg
Waldschulweg 5.
8032 Zürich
Telephone: 043 499 98 10
e-mail: mail@peter-betschart.ch
Possible benefit There is little personal benefit. However, it provides you with an opportunity
to discuss issues you have previously not been able to talk about.
What happens after the conversation?
Data protection All information that could identify you will be treated confidentially. In the
transcription all names and locations will be changed so that no one could 
ever refer to you personally Mr. Probst will transcribe the interview and is 
bound to professional discretion. The questionnaires, the transcribed 
interviews and the audiotapes are stored in a non accessible place for other 
persons.
Analysis Your interview will be analysed together with other interviews. You will be
provided with the opportunity to comment on the findings and your comment 
will be included in the further analysis. At the end of the interview Mr. Probst 
will ask you if you are interested to comment and should the situation arise 
contact you. The findings from the study will be published in a professional 
journal and will be presented at oncological congresses. These 
results should help to enhance the nursing practice.
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What are your rights?
Your participation at their conversation is voluntary. You have the right not to respond to all 
questions or to withdraw from the study at any time without further explanation.
You can request to stop the recording, when talking about confidential information. In this instance, 
with your approval, notes will be taken.
Costs and Payment:
There are no direct costs involved in this form of data collection and no payments will be made to 
participants
If you have further questions you can contact Mr. Probst using the following address and phone 
number:
Sebastian Probst 
via Malpensata 5 
6614 Brissago
Telephon number: 078-817 55 66 
e-mail: s.probst@surrev.ac.uk
If Mr. Probst is not available , please leave a voice mail and he will call you back as soon as 
possible.
I confirm that this is a conceptual translation of the document Sebastian Probst will be using to 
conduct his post graduate research in Switzerland. I have seen the Swiss language document 
stating that the research using this document has been approved by the Ethics committee of the 
Canton Zurich and Bern
Signature: Date:
Written information about the informed consent for the research participant (informal carer)
Dear Mrs..../Mr....
You have been selected by Dr Dazzi, to be invited to participate in the study "What are the lived 
experiences of patients and their partners with a malignant fungating wound?”. The study is being 
undertaken by Mr. Sebastian Probst within the context of a doctoral program, at the University of 
Surrey in Guilford, England. The study is supervised by Professor Sara Faithfull and Dr. Anne 
Arber of the University. Whether or not you volunteer to take part is entirely your decision. Should 
you wish to take part, please carefully read the following information about the research.
Purpose of the study
The purpose of the study is to examine the experiences of patients and their partners, who are 
living with a malignant fungating wound. From your experiences we would like to learn, how nurses 
and physicians can support these patients and their partners in the future.
Why have you been invited to participate in the study?
You were selected to be invited to participate in the study by Dr. Dazzi because you take care of
your partner with a malignant fungating wound. You and your partner speak and read German and
we hope you are willing to participate at an audio-tape recorded interview lasting approximately 
one-hour.
How is the conversation processing?
Location The interview will take place at a location you agree with Mr.
Probst. It should preferably take place in a quiet environment.
During the interview it will be explored how both and your partner live 
and cope with the wound. You will also be asked or invited to discuss some 
arising topics in more detail.
The conversation will be audio tape-recorded and will be transcribed 
verbatim. The audiotapes will be destroyed two years after the completion of 
the study.
Questionnaire At the end of the interview Mr. Probst will ask you to complete a
questionnaire containing questions about your person and the malignant 
fungating wound.
Content
Recording
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Appendix 4 - Informed consent for patients and informal carers
Informed consent "What are the lived experiences of patients and their partners with a 
malignant fungating wound?”
Please read this form carefully.
Please ask if you do not understand or if you want know anything.
■ I was informed orally and in writing about the goals and the flow of the study.
■ I have read the above delivered information and was enlightened in a personal discussion
about the inquiry. My questions in conjunction with that attendance of the study were 
answered satisfactorily. I can retain the written study information and receive a copy of my 
written informed consent.
■ I had sufficient time in order to make my decision.
■ I agree with the described procedure that all statements will be evaluated and published for
scientific purposes in anonymous forms. The results of this analysis may be used for the 
instruction and the elaboration of supporting measures. I agree that the responsible experts 
and members of the cantonal ethics commission as well as those from the ethics 
commission of the University Surrey in Guilford, England could have an insight into my 
original data to test purposes and control purposes, however only under strict compliance 
of the confidentiality.
■ I participate voluntarily to this study. I can always revoke without any statements my 
participation to the study, without emerging disadvantages.
I am ready to participate at this conversation and know that I can contact Mr. Probst in case of 
dubiety and for further questions.
□ I agree that I can be inquired for the discussion of the study results once again. (If 
agreed please tick the box).
Location, date Signature
Confirmation of Sebastian Probst
With this I confirm that I clarified this interview partner the meaning and range of the study. I assure 
to follow all obligations concerning this study.
Location, date Signature
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Research Log
Introduction
This research log describes the different phases of the research journey I undertook to complete 
this thesis. It describes the process under which I started with planning, the literature review and 
the Service Development project (which gave an insight into conducting research on the 
management of malignant fungating wounds in Switzerland), and then moved on to realisation of 
the thesis (see also table 1).
Year Course of action
January 2007 Beginning of doctoral studies
September 2007 Submission of Politics, Policy and Power work
October 2007 Start planning with the survey for the Service Development Project
November 2007 Start writing the proposal
December 2007 Development of the questionnaire for the survey
January 2008 Data collection for the survey (sending out questionnaires)
April 2008 Data analysis (statistical analysis of the questionnaires) and start of 
writing the article for a peer-reviewed journal (European Journal of 
Oncology Nursing).
July 2008 Presentation of the results of the survey during the Service 
Development course
August 2008 Start writing applications for 3 ethical committees in Switzerland
November 2008 Ethical approval of the study by the 3 ethical committees (Canton of 
Zurich, Baselland and Bern) and submission of the ethical form to the 
University
February 2009 Permission for the start of data collection by the University ethical 
committee
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March 2009 Start conducting interviews
April 2009 Start analysing the interviews with feedback from the supervisors
August 2009 Start forming categories
December 2009 Completion of results part and start of discussion part
March 2010 Completion of the discussion and conclusion parts and beginning of 
revision of the literature review and introduction chapter as well as the 
methodology and method chapter.
June 2010 Submission of the first draft after the benefit the supervisors’ comments
September 2009 Presentation of the results at the Surrey University post graduate 
conference
December 2010 Submission of the thesis
Janaury 2010 Viva
Table 1: Overview of the course of action of the research project
Planning of the research project
When I decided to undertake a doctoral study, I had a clear idea of the subject I wanted to 
investigate. My interest in conducting research in the field of malignant fungating wounds arises 
from my daily work as a wound care specialist in which I came across patients with a malignant 
fungating wound. During management of these wounds, I often reached the limit of my expertise 
and realised that I needed to take a different approach. I examined the literature but it lacked an 
evidence base and was of little help to my practice. This was a challenge. In 2005, when I 
completed my Master’s degree at the University of Basel, I was asked by the Swiss Oncological 
Nursing Association if I would write a standard for the care of malignant fungating wounds. I also 
noticed during my daily work that the incidence of malignant fungating wounds was increasing and 
that the management of malignant fungating wounds was not well known in clinical practice. I 
decided to address my doctoral thesis to understanding the needs, including the frequently 
underestimated psychological needs, and experiences of such patients and their informal carers, 
and to demonstrating this to clinical practice.
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During the taught course, I tackled the subject of malignant fungating wounds as I had to write a 
topic review. After submitting this piece of work, I contacted an expert practitioner in the field of 
malignant fungating wounds. I discussed the results of my topic review with her and explored the 
research questions that would lead to improvement of the quality of life of the patients and their 
informal carers and of health care practice. This discussion was very helpful as there is a lack of 
evidence in the field of malignant fungating wounds. I went back to the University with a clear 
vision of what the research question could be.
In the following section, I describe how I conducted the literature review and then give a description 
of the research project.
Conducting the literature review
The literature review as a piece of discursive prose was firstly a search for information on a 
particular topic. In my case, it was the subject of malignant fungating wounds. I surveyed the 
literature using an electronic literature search as well as a manual method. I conducted the search 
in the Medline, Cinahl and Cochrane Databases to identify useful articles and books in the field of 
malignant fungating wounds. I then critically appraised the literature, applying principles of analysis 
to identify unbiased and valid studies (see also Part 1, 2.1.2. Literature reviewing process). I had 
learned these principles during my Masters studies at the University of Basel.
The literature review was organised around the subject of malignant fungating wounds and the 
potential research questions. The results were synthesised in a summary of what is and is not 
known. Through the literature search, I identified areas of controversy in the literature. After 
conducting the literature search, I formulated questions that need further research. Initially I had 
difficulties writing a critical analysis, as it was the first time I had undertaken a literature review. My 
supervisors supported me by demonstrating what a critical analysis is. I had the chance to apply 
these skills during the first marked piece of work, the Policy Review.
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Research project
This research project is based on discussions with an expert practitioner in the field of malignant 
fungating wounds and a survey I conducted during my Service Development Project course. 
Through the survey I conducted in 3 regions of Switzerland, I obtained general information from 
nurses about the incidence of malignant fungating wounds, demographics and the clinical 
problems encountered when taking care of a patient with a malignant fungating wound. Conducting 
this study was very helpful as I could base my thesis on [the lessons from] these data. This 
facilitated, for example, defining the inclusion criteria such as demographics and the location of the 
wound.
Another challenge was writing and submitting forms for the ethic committees. This was labour 
intensive as each canton has its own ethic committee and each ethic committee has its own forms 
and regulations. This meant that I had to fill out three different kinds of form. After receiving 
permission from the various ethic committees, I started on the recruitment of patients and their 
informal carers.
Initially I planned to conduct joint interviews, patients and their informal carers together but, 
because of the small number of interview partners and after consulting my supervisors, the 
inclusion criteria were changed and the patients and their informal carers were interviewed 
separately. Conducting the interviews was an interesting experience, in which I had recourse to the 
skills of communicating with a vulnerable population (see also Part 1, 3.6.3. Recruitment of 
interview partners that represent a vulnerable group and Overview of the integration of knowledge, 
research and practice).
I took much pleasure in analysing the data. This was in part because I had learned how to 
undertake data management during my Master thesis. The results broadened my mind and I now 
understand better the needs of both patients and their informal carers. This helps me improve 
practice (see also Part 1 Overview of the integration of knowledge, research and practice).
207
Through writing the discussion part, I had the opportunity to get to know concepts that relate to the 
concept of palliative wound care. The concept of “unbounded body”, the erosion of the boundaries, 
helped me to understand the interviewees better. This concept, together with the concept of 
palliative wound care, constitute my new theory.
Writing the methodology and method chapter was another challenge. Because of the research 
question a phenomenological approach was adopted. Reading Heidegger’s “Sein und Zeit” was 
challenging even though it was written in my first language, German. Heidegger’s German is very 
philosophical and therefore sometimes difficult to follow. Reading the literature on interpretative 
phenomenology helped me to understand his ideas and the theory behind it.
This research project would not have been possible without the close monitoring of my 
supervisors. The relationship with my research supervisors was very positive. This was due to their 
experience in research, their communication skills, timely feedback on parts of my thesis and 
recommendations for further reading. Owing to the geographical distance (as I live and work in 
Switzerland), supervision sessions took place either via a telephone conference, Skype sessions 
or when I visited the University. In my opinion, I benefitted more from supervision sessions at the 
University because I prefer face-to-face contact. During every supervision session, topical 
questions were discussed and goals for the next step defined. Because of this, I was able to meet 
the time frame set by the University.
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Who How did they support me
Meetings with a well-known researcher in the 
field of malignant fungating wounds
Discussion about the different research 
possibilities
Supervisors Their experience in research, their 
communication skills, timely feedback on parts 
of my thesis and recommendations for further 
reading
Palliative care nurse, oncologist, physician in 
palliative care medicine, wound care nurse.
These persons recruited potential interview 
partners and made it possible for me to have 
access to the lived experiences of patients with 
exulcerated breast cancer and their informal 
carers.
Table 2: Key persons during the research project
Conclusion
The description of the research process demonstrates the course of action of my research project. 
It took me four years to fulfil my research project, including the taught sessions. The final year was 
the most intensive, when I was writing and rewriting my thoughts and reading the related literature. 
The most challenging part was the methodology and method part where I had the opportunity to 
grapple with the different branches of phenomenology. My supervisors followed my progress 
closely during that time.
My overall experience of conducting a doctoral thesis was very positive. It was important to me to 
be followed closely by my supervisors, so that I could make good progress and meet the given 
time frame.
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Overview of the integration of knowledge, research and 
practice
Introduction
This chapter describes my professional and personal development over the four years of doctoral 
studies and contains a summary of the integration of knowledge, research and practice gained in 
that learning experience. My professional background is based on my Master’s degree which I 
undertook at the University of Basel as well as on my professional experience with people with 
cancer. This degree was based on the model of Advanced Nursing Practice (ANP) of Hamric et al. 
(2000). This model has a clinical focus and assisted my development. It is defined as follows:
“Advanced nursing practice is the application of an expanded range of practical, theoretical, and 
research-based therapeutics to phenomena experienced by patients within a specialised clinical 
area of the larger discipline of nursing” (Hamric et al. 2000, p. 57).
This definition guided me during this period of education at the University of Surrey and in my day 
to day practice in Switzerland as a wound care specialist and as a head of the management of the 
research databases. Direct clinical practice is a central competence of any ANP role. All ANP’s 
share the same core criteria and competences (see Table 1) though the actual clinical skill set 
varies according to the needs of the patient population (Hamric et al. 2000). Furthermore, it is 
clinically focused and recognises that not all nursing therapeutics are research-based. This might 
be because of the inconsistent use of evidence in practice in Switzerland, be it in general nursing 
on general nursing wards or like in my case in a specific field like in wound care. The priorities of 
this model of ANP changes according to the area of practice. However all aspects of this model 
remain relevant. The only thing that changes is their relative priority. My priorities were to get an in- 
depth knowledge into research and service development. Through that knowledge I am able to 
develop questions in a clinical environment.
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This reflection is based on my professional as well as on my personal development. Professional 
development is subdivided into clinical practice, expert coaching and guidance, consultation, 
research, leadership, collaboration and ethical decision-making skills. Personal development is 
based on the change of personal environment, the acceptance in a multi-professional team in 
relation to Swiss culture as well as awareness of an approach within a multi-professional team to 
patients suffering a life-threatening illness and their informal carers.
Professional development
Through the taught elements of the course research, leadership and politics policy and power, I 
expanded my boundaries of knowledge and my skills in understanding advanced direct care 
practice and its strategies. Using a holistic framework helped me to take into account the 
complexity of human life. It also enabled me to recognise and address how the social, 
organisational, political and physical environment affected the patients and their informal carers. 
Through consideration of the subject of living with a malignant fungating wound I immersed myself 
in the effect of illness, hospitalisation and stress, examining how symptoms, illness and treatment 
affect the patients and carers quality of life. The in-depth knowledge I gained through my studies 
helped me to encourage and empower the patient and their informal carer to participate actively in 
decision-making processes and to give expression to their experiences.
During the course I acquired the skills associated with a person-centred style of communication. 
These skills allowed me to use a conversational style of interviewing. Conducting the interviews for 
my thesis enabled me not only to listen to the direct voice of the patients and their informal carers 
but also to listen to the indirect voice of patients and their informal carers who are non- 
communicative. In communicating with the interview partners I had to recognise the value of their 
story and try to be part of their story so I could understand their stories. That is why I allowed the 
patients and their informal carers to tell their own stories using their own language and chronology.
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This meant that I had to speak the same language as the interview partner, deploying a tone of 
voice and pace of speech appropriate to the topic being discussed. I was thereby able to elicit the 
patients’ and the informal carers’ thoughts, perspectives, expectations, values and goals.
Through my in-depth examination of the subject of living with a malignant fungating wound, I 
acquired specialised knowledge and know-how. This gives me a deep understanding of the 
situation of both the patient and the informal carer in which I am involved. I became aware that 
when interviewing vulnerable patients and their informal carers that the interview can stimulate 
appraisal, self-reflection or catharsis as well as remarkable self-disclosure. When I carried out the 
research interviews with vulnerable interviewees, I was always aware of the three basic ethical 
principles of nonmaleficence, respect for people and justice (Beauchamp and Childress 2001).
The in-depth examination also enables me to consider multiple aspects of the patients’ and their 
informal carers’ situation, so that when deciding how to manage such cancer wounds I can 
anticipate ethical conflicts.
The research skills I acquired helped me to appraise the various forms of research as well as 
collaboration with colleagues to consider research-based improvements for care at an 
interprofessional as well as personal level. Achievement of desired outcomes would not be 
possible if each discipline acted independently (Petri 2010) but all the different elements will 
ultimately cohere so that patients and their informal carers get the support they need. This also 
demonstrates that the role responsibilities of other disciplines are recognised, valued and 
understood (Petri 2010). The key worker could be a nurse who coordinates all appointments so the 
patients and their informal carers have one contact person.
The knowledge and skills I acquired through the taught elements such as research and the service 
development project of the course and in conducting the study helped me develop my practice. 
Practice development is a continuous process to increase the effectiveness of the care of patients’ 
and their informal carers’ through transformation of the context and culture of care (McCormack et 
al. 2004). This is illustrated in that, through my research and the taught elements, I acquired skills 
and knowledge for further research. Throughout the programme I improved my critical thinking and
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theory development skills through reading, thinking and writing. In addition, through the advanced 
training I got to know various research-related demands in the field of malignant fungating wounds. 
These demands are: to interpret and use for research, to evaluate practice and to participate in 
collaborative research. During the four years I was able to communicate with other researchers 
from Europe in the field of malignant fungating wounds. I even had the opportunity to conduct 
workshops and conference papers with them.
The various discussions during lectures as well as discussions during research congresses 
demonstrate cultural influences on health care discourse. These factors have shown me an 
alternative kind of thinking and given me new ideas on how to approach a clinical problem like 
arguing differently due to the in-depth knowledge and skills.
As regards the taught elements of the course, the service development project was the most 
influential module in facilitating my professional development. During this course I conducted a 
survey. This was my first time I experienced all the different phases of conducting a study by 
myself. This experience for example managing quantitative data and writing an article on the 
survey and being published gave me confidence in undertaking my thesis.
The research training courses broadened my knowledge and skills of how to conduct clinical 
research studies. I also found out that clinical questions can be answered by conducting research. 
The policy review contributed to overall professional development in respect of the role of an ANP.
In summary, the key elements of my professional development were: 
understanding advanced direct care practice
- acquiring through in-depth examination specialised knowledge and know-how of the subject 
of malignant fungating wounds
- acquiring skills in appraising the various forms of research as well as in critical thinking and 
theory development
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- practice development through the studies and the service development project
- acquiring skills in ethical decision-making when working with a vulnerable population.
Personal development
The levels of my personal development mirror those of my professional development. I underwent 
a change of role. The personal environment changed positively and negatively. Positively, in that I 
gained in-depth knowledge and skills in relation to the management of malignant fungating 
wounds. I had the opportunity to transfer my knowledge to others whether at a conference or a 
hospital workshop. In those settings, I also met researchers working on the same subject and 
developed the awareness that I can only change nursing practice through continuously presenting 
my work to others through dissemination strategies. My acceptance in a multi-professional team 
also changed. This was due to the changed argumentation that again lead back to the in-depth 
knowledge and skills I acquired through the course. This fact can be inferred as other disciplines 
are already turned into an academic discipline.
The negative change was the fact that the higher the level of my academic education the more I 
am exposed. As there are few academically trained nurses in Switzerland, for some nurses this 
level of education gives rise to fear and denial because they are unfamiliar with this type of 
education. It is not my intention to hurt anyone or to cause fear. Nevertheless it has occurred; 
interestingly, it happened then when they became aware of my level of education. In my opinion, it 
will take about ten years until more academically trained nurses are on the market. I try to respect 
this and to generate awareness that I should not take the current level of denial personally but to 
acknowledge it and to handle it. One reason for that might be how knowledge is portrayed, people 
are afraid of change and it can take many years to keep repeating the message to get that change 
implemented.
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When conducting the interviews, I became aware of how patients and their informal carers live and 
cope with the illness. I developed respect for them and humility in the face of their experiences 
which have become experiences for my own life. I became aware of the finite nature of life. I also 
developed an empathy for vulnerable and hurt people. I am now able to transfer the learning of this 
experience into other contexts of illness.
I changed during the course and the journey of my research and developed original concepts that 
made new ways of thinking possible. The four year programme gave me the tools to expand my 
knowledge and experience. The professional development and greater understanding it provided 
will also help me in my current and future research. The taught elements, such as advance 
research methods and the service development project, contributed a foundation for developing 
and improving my research project. Other taught elements like communities of practice and 
politics, policy and power were revealing and helped me to broaden my mind.
In addition, the fact that I studied as a non-UK-based student gave me a chance to get to know the 
different culture of another European country. Writing a thesis in English was a challenge but also 
a source of considerable satisfaction. Through this, I extended my language skills.
In summary, the key elements of my personal development were:
- change of my role as a practitioner as well as a researcher
- the experiences in interviewing vulnerable patients and their informal carers caused me to 
feel respect and humility
- change and development of my thoughts through the taught programme
I got to know a different European culture and extended my language skills.
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Conclusion and prospect
Completing a doctoral study opened up my professional and personal horizons. I established new 
knowledge and skills in the field of caring for malignant fungating wounds as well as new 
knowledge and skills in research. I would particularly like to mention skills in critical thinking. During 
the clinical doctorate program, I deepened the skills and knowledge that I had acquired during my 
Master’s degree.
Conducting doctoral studies, especially in a foreign language, was a challenge but also a source of 
satisfaction. To achieve the goals of the doctoral program required a large investment of time for 
creative thinking, reading, discussions and reflection. All this would not have been possible without 
the taught elements in this programme and the support of my supervisors. This programme gave 
me the confidence to undertake and implement high quality research and also to publish as well as 
participate in various projects not only on a national but also on an international level. This has 
encouraged me to continue with research in the field of malignant fungating wounds. Because of 
this, I applied for a research post to make a contribution to the improvement of patient outcomes as 
well as to the development of the nursing profession.
Learned skills How did I learn the skills
Develop questions in clinical environment 
through knowledge
Reading the recent evidence
- Conducting research and writing papers 
in this field
- Discussing with colleagues in the same 
research field (nationally and 
internationally)
- Working and observing in the clinical 
field
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Working with the patient population
Understanding advanced direct care practice 
and its strategies
In-depth knowledge and examination of 
palliative wound care
Knowing the cultural background, 
policies and course of action of the 
Swiss health care system
Person centred style of communication - Through the literature (how to conduct 
interviews)
- Through interviewing a vulnerable 
population
Feedback of supervisors and 
interviewees
Understanding of situation of patients and 
informal carers
- Through the daily practice
- Through interviewing a vulnerable 
population
- Through the literature
Develop my practice through acquired 
knowledge and skills
Critical reading and studying the 
literature
Participation of conferences
Discussion with expert practitioners in 
the field of palliative wound care
- Implementing the knowledge and skills 
into practice (feedback from health care
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professionals and patients/informal 
carers)
Experiencing all different phases of conducting 
research
Conducting workshops and conference 
and journal papers.
- To interpret and use for research
- To evaluate practice and participate in 
collaborate research.
Mind-broadening through taught elements and 
alternative kind of thinking and new ideas of 
how to approach a clinical problem
- Through the taught element elements 
(community of practice, politics policy 
and power, leadership and research 
course) I learned to critically examine 
my professional knowledge and critically 
analyse the key practice issues. This 
was possible through reading the 
evidence and the discussions with 
expert practitioners in my research field.
- I explored and developed understanding 
of professional craft knowledge in my 
own practice field.
Table 1: Learned skills and how did I learn these skills
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PART TWO
Introduction
This part gives attention to the Clinical Academic Paper, the Policy Review and the Service 
Development Project.
The Policy Review addresses the problem about the wound-related symptom, pain. This symptom 
was examined with the help of the policy “United against pain”.
The Service Development Project obtains an understanding of the difficulties nurses have in taking 
care of patients with a malignant fungating wound. To explore these difficulties the survey was 
conducted in the three regions of Switzerland (German, French and Italian). Out of these results I 
wrote an article that was published in the European Journal of Oncology Nursing (see Clinical 
Academic Paper).
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Policy Review -  ‘United against pain’
1. Background and context
1.1. Introduction
The number of patients in the world with a cancer disease is increasing. The World Health 
Organisation (WHO) (2005) estimates nine million new cancer cases every year. More than half of 
these patients are in developing countries. Most cancer patients are, by the time of their diagnosis, 
incurable (WHO 1996). A potential complication of cancer is the development of malignant 
fungating wounds. These wounds arise either from a primary tumour or from métastasés 
(Haisfield-Wolfe and Baxendale-Cox 1999; Naylor 2006)Naylor 2006).
A malignant fungating wound is defined as an infiltration of the tumour or the metastasis of the skin 
and the afferent blood and lymph vessels (Grocott and Cowley 2001; Young 2005). The incidence 
of fungating wounds ranges from 5-10% (Lookingbill et al. 1990; Thomas 1992; Haisfield-Wolfe 
and Baxendale-Cox 1999; Dowsett 2002; Seaman 2006). The care of patients with a malignant 
fungating wound presents serious challenges to therapy strategies and is more complicated than 
the care of other chronic wounds (Grocott 1999; Wilkes et al. 2001 ; Wilson 2005). The care of such 
wounds often occurs in palliative situations. Malignant fungating wounds can have physiological 
and psychological consequences for the patient. Physiological consequences of the wound are 
intense pain, repugnant odour, bleeding, leaking exudate and wound infections (Grocott 2007, 
Grocott, 1999, Haisfield-Wolfe and Rund 1997, Lund-Nielsen et al. 2005, Schiech, 2002). Altered 
body image, depression and social isolation are potential psychosocial consequences (Collier 
1997, Grocott 2007, Grocott 1999, Haisfield-Wolfe and Rund 1997, Lund-Nielsen et al. 2005, 
Schiech, 2002). The main goal of treating malignant fungating wounds is to control symptoms like 
pain, exudate, bleeding and malodour (Collier 1997; Grocott 1999; Collier 2000; Grocott and 
Cowley 2001; Wilkes et al. 2001; Schiech 2002; Lund-Nielsen et al. 2005; Naylor 2006; Adderley 
and Smith 2007; Grocott 2007). In this paper the author will examine the policy for pain treatment
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of malignant fungating wounds in Switzerland and why a policy document prepared by the Swiss 
Cancer League (SCL) “United against the pain” has not been widely implemented. The policy will 
be analysed retrospectively as the related project ended in 2005. This paper will also identify the 
policy drivers and resistors involved in the non-implementation of the above policy.
The experience of pain is one of the most feared consequences of cancer for patients (Bernard! et 
al. 2007). Pain has drastic consequences for every aspect of daily living (Bernard! et al. 2007). The 
WHO estimates that more than two-thirds of cancer patients experience pain (WHO 1996). As a 
response to this data the SCL developed a project in the context of quality improvement, called 
“United against the pain”, designed to improve the quality of life of patients with pain due to an 
illness caused by a tumour (Swiss-Cancer-League 2004). The SCL developed this project because 
Switzerland has no standardized health care system. The country is divided into twenty-six 
cantonal systems with different models, profiles and costing systems for the delivery of a public 
health system. Every canton can plan its health services such as hospitals or nursing homes or 
can delegate these activities to the communities within the canton. These twenty-six health care 
systems have limited interfaces which confuses and complicates the development of consistent 
national policies or service delivery systems.
The lack of consensus among policy makers and stakeholders on developing a strategy inhibits a 
broad discussion about the necessity for an overlapping federal law related to health policies. At 
the same time the federal authorities’ room for manoeuvre is curtailed by launching nationwide 
information programs, by the definition of standards or by a strengthened engagement of 
diversified prevention strategies. In addition, a debate about necessary health reforms is generated 
that takes place in an environment where, in most areas, there is insufficient data. As a result, no 
evidence-based decisions can be made.
227
1.2. The background to the Swiss Cancer League project
As previously stated, the goal of the project was to develop a policy to ameliorate the quality of life 
for cancer patients in Switzerland.
Any Swiss hospital can participate in the implementation of the policy if the following conditions are 
met:
• pain therapy is guaranteed twenty-four hours a day, seven days a week, delivered by 
health care staff;
• pain management takes place in an interdisciplinary team and is defined in an internal 
model;
• the health institution offers periodic skill enhancement to its staff;
• pain measurement is documented systematically;
• the pain therapy accords with WHO guidelines (WHO 1996);
• patients are advised of the possibilities of pain management; and
• the level of patient satisfaction is audited periodically 
(Swiss Cancer League 2004).
If all these criteria are met, the participating institution is supported by the SOL. Health education 
literature for patients, assessment tools like the Visual Analogue Scale (VAS) and a pain diary are 
provided. Furthermore, advanced training is offered to the health care professionals delivering the 
policy.
There are several reasons, within the context of Swiss health care services, which could lead to 
insufficient pain management. Thus the perspectives of health care staff and patients will be 
discussed separately to understand both sides. From the health care staffs perspective, a major 
reason for poor pain management could be an insufficient pain assessment. This could be due to 
incomplete knowledge of the pain theory (McCaffery et al. 1990). This can lead to fears of rapid 
development of tolerance or unpleasant side effects or to apprehension that the patient may 
become addicted to pain medication (Brockopp et al. 2004) Broekmans et al. 2004). Also, health
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care staff may hesitate because of the narcotic ordinance or because multidisciplinary therapy 
treatment modalities are insufficiently applied. All these reasons may be related to the inadequate 
preparation of the health care staff for ‘end of life’ care because of federal health care policies.
Another reason why insufficient pain management is offered is that the Swiss Nursing Association 
(SBK-ASI) has no specific position paper on late stage pain management. The Association alludes 
to the variety of publications in this field (SBK 2007, verbal communication). The author’s 
experience indicates that a minority of nurses in Switzerland speak English sufficiently that they 
can read and comprehend the outcomes of the literature. The Swiss Medical Association (FMH) 
itself does not have a position paper on pain management. The FMH refers to the guidelines of the 
Swiss Academy of Medical Sciences and to the program “Interventional Pain Therapy” of the Swiss 
Society for Interventional Pain Management (FMH 2007, verbal communication).
During the last few years, most hospitals have introduced specialised pain services led by 
specialised physicians and nurses. This service is offered by the anaesthesiology ward. The staff is 
trained differently. The nurses complete a two year program to become a specialised nurse. Every 
nurse is then personally responsible for undertaking further education (SBK-ASI 2007, verbal 
communication). Physicians on the other hand are accredited by the Swiss Association for 
Anaesthesiology and Réanimation (SAAR) which is part of the FMH. After examination 
qualification, they have to gain points to retain their specialist title (SAAR 2000, online).
The author is aware that, where such a service exists, most ward nurses rely on it and as a result 
tend to deal less directly with pain management and become further deskilled.
From the patient’s perspective, patients keep their pain secret for fear of distracting the attention of 
health care staff from the underlying illness. They also do so because of a fear that pain may 
indicate a worsening of the illness or they are afraid of not being a “good” patient anymore (Swiss 
Cancer League 2004). Pain may also be kept secret because of the fear the staff might not believe 
the patient (Brockopp et al. 2004, McCaffery et al. 1990). Other reasons for a patient refusing to
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take pain medication include fear of addiction or fear of being regarded as addicted (Broekmans et 
al. 2004). The patient may also be afraid of undesirable and uncontrollable side effects (Swiss 
Cancer League 2004). All these issues may also be impacted by the context of culture, its ethics 
and educational constructs, and the intellectual capacity of the patient.
1.3. Scene setting for the southern part of Switzerland (Ticino)
There are five government hospitals integrated on one site. The official language of Ticino is 
Italian, and the region is close to Italy. Hence the culture of the region is influenced by Italian 
culture. 75% of the 322,276 inhabitants (Bundesamt-für-Statistik 2007b) belong to the Catholic 
religion (Bundesamt-für-Statistik 2007a). Pain is, and was viewed as, a synonym for evil. It had to 
be tolerated and was seen as a punishment (Matteliano 2003). This view is still omnipresent, 
although in all government hospitals there is educational advertising on the subject. The author 
points out that other factors impacting on the standard of health care delivery are the absence of a 
medical school and the low educational threshold for professional training of nurses. This may 
impact on the levels of knowledge and evidence related to effective pain control in late stage 
cancer journeys (Bernard! et al. 2007). In government hospitals the policy “United against the 
pain” was created for the purpose of improving the quality of life of patients with pain.
1.4. Policy “United against the pain”
The policy “United against the pain” was developed by the SCL, within an interdisciplinary team, in 
2002. The SCL is a national, not for profit, private organisation that promotes cancer awareness 
and best practice in the delivery of services fighting cancer. The organisation is non- 
denominational and politically independent. This means that the organisation is not linked to any 
religion, nor it is supported by or has any connections with a government party. In Switzerland 
there are many organisations like the SCL. The reason for this is that the federal state of 
Switzerland is made up of twenty-six cantons and has a health care system on three levels 
(federal-, canton- and community- level) (Kocher and Oggier 2004:104). The subdivision of
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competences and duties is difficult to see through. This derives mainly from the different historical 
development and difference in size of the regions (Kocher and Oggier 2004:105). The duties and 
responsibilities of the Federal Office of Public Health (FOPH) are to supervise social insurances 
such as health insurance. In addition the FOPH has to promote people’s awareness of what is 
pain, and thereby enable them to take responsibility for their own health (Kocher and Oggier 
2004:105). It also has a role in ensuring the general and consistent improvement of everyone’s 
health through health promotion, disease prevention and health protection campaigns as well as 
curing illness and alleviating suffering caused by disease and accidents. This means that the 
FOPH can publish recommendations but cannot legislate standards or laws concerning hospitals. 
Such policy implementation is the sole responsibility of each canton because each canton has 
custody of hospitals (Kocher and Oggier 2004:107). The communities support the cantons (Kocher 
and Oggier 2004:108). All three levels are also affected by the policies of the political party in 
charge.
The aim of the ‘United against the pain’ policy is the amelioration of the quality of life of patients 
with pain arising from an illness that is caused by a tumour. It comprises two booklets. One is 
specifically for patients, written in a simple, understandable style of language. It contains amongst 
other things a visual analogue scale and a symptom-diary that the patient can use. The target 
group for the other booklet is health care staff and it contains a further education manual and the 
policy document. This second booklet is divided into five chapters and all the documents are 
available in the three main Swiss languages (German, French and Italian). This means that every 
region has its own booklet. These booklets are not completely identical. There is a difference 
between the German and the French/Italian algorithm (see appendix II). The French/Italian one is 
more detailed than the German one. The SCL has not commented on this issue (Swiss Cancer 
League 2007, personal communication).
This booklet is described as an algorithm that may be seen as a summary of the subsequent 
chapters. This algorithm is based on various concepts. For example, an in-depth medical history of
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the patient will be recorded. This contains the examination of the patient’s physical status, any 
previous medication, an analysis of the patient’s psychosocial background, possible further 
examinations and further clarification as well as establishment of a diagnosis. It also records the 
type of pain, its localisation, intensity and alleviating factors, its psychosocial consequences and its 
aberrant reactions as regards effective pain response. The treatment modality for the pain will be 
selected following the principles of the core recommendations of the WHO which are that it has to 
be a simple regimen that can be disseminated rapidly and cheaply (Meldrum 2005) (compare 
appendix III).
The policy was developed and critiqued under ten quality criteria (compare appendix I) that were 
defined at the outset. The same criteria were used to evaluate the policy and used as a guideline 
to implement the policy. A policy analysis tool is needed to analyse the policy “United against the 
pain”. The following chapter will identify and describe this tool.
2. Policy analysis tool
To find a policy analysis tool, a search was undertaken in search engines like Google and Yahoo 
with the following keywords: policy, analysis, assessment and pain. The Policy Hub webpage 
(policyhub.gov.uk) was also consulted and the policy analysis tool used was found there.
The policy analysis tool used to evaluate the policy “United against the pain” is described in the 
“Modernising Government” White Paper published in 1999 by the Strategic Policy Making Team of 
the Cabinet Office in the United Kingdom (UK). This paper promises policymaking changes so that 
policies are strategic, focused on outcome, more coordinated through partnership as well as 
robust, flexible and innovative. The aim was to make public services more user friendly and to 
improve the quality and efficiency of services and the effectiveness of other Government policy 
interventions.
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To achieve these aims, a project was undertaken to investigate and develop ideas on policymaking 
that were included in an earlier version of the White Paper (Strategic Policy Making Team of the 
Cabinet Office 1999). The Strategic Policy Making Team of the Cabinet Office tried to find out what 
the policymaker’s experience and expertise was concerning practical ideas to improve the policy 
making process. They also collected information about good practice and tried to understand what 
modernised policymaking looks like. Until now the policy-making process had been seen as a 
succession of activities that are related to and dependent on each other. Also, most policy is 
premised on existing policy which has inherent dangers. If the existing policy is a ‘bad’ policy 
because of the difficulties of implementing it then any future policy based on it will also have 
difficulties in its implementation. These activities together form a cycle whose aim is to 
progressively improve outcomes (Strategic Policy Making Team of the Cabinet Office 1999).
The core policy process starts from an understanding of the problem, goes on to develop possible 
solutions followed by their implementation, and finally to evaluate their success and manage their 
utilisation (Strategic Policy Making Team of the Cabinet Office 1999).
For effective policymaking, policymakers need the basic features, and need to understand the 
context they have to work in. So organisational structures, regular processes and the applicable 
culture have to be understood as well as political priorities. This is a challenge within twenty-six 
independent Cantons.
2.1. A descriptive model of policy making
Based on these facts, a descriptive model of policymaking was developed. Central to this model 
were the nine core competences that relate to each theme and incorporate all the key elements of 
the policymaking process. The nine elements are: forward looking, outward looking, innovative and 
creative, using evidence, inclusive, joined up, evaluates, reviews and learns lessons (Strategic
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Policy Making Team of the Cabinet Office 1999). These nine elements were used to analyse the 
policy “United against the pain” in the following chapter.
The effectiveness of the tool was proofed by the Strategic Policy Making Team. Users of this policy 
analysis tool can be politicians or economists as well as health staff.
This assessment tool was chosen because all the core competences can be applied to the policy 
“United against the pain”. Although this policy was issued by a private organisation, based on a 
worldwide policy issued by the WHO (WHO 1996), users rely on it as if it is a government policy. 
Moreover, the Swiss Government has no developed policy analysis tools for the implementation of 
specific health policy across the Cantons (Federal Office of Public Health 2007, verbal 
communication).
2.2. Applying the policy analysis tool to the policy
In this chapter the policy “United against the pain” will be analysed under the nine core values of 
the policy analysis tool in the “Modernising Government” White Paper (1999). In doing so each 
core value will be described and will be applied to the policy “United against the pain”.
2.2.1. Forward looking
The core value “forward looking” means that policy outcomes should be defined by policymakers 
who should look forward at least five years to predict the likely effect and impact of the policy. This 
sets the long-term goals.
“Forward Looking” is divided in 3 sub-groups: Long-term strategy, Scenario Planning and 
Statistical Trends .
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2.2.1.1. Long-term strategy
Long-term strategy is a forward looking approach which prepares a statement of intended 
outcomes at an early stage (Strategic Policy Making Team Office, 1999). As regards the policy 
“United against the pain”, the intended outcome is that over 90% of all pain situations should be 
relieved or resolved completely by professional intervention (WHO 1996). The treatment 
possibilities are drug therapy and other interventions include radiotherapy, physical therapy and 
complementary medicine. To exploit all these treatment modalities, there has to be interdisciplinary 
collaboration and evidence-based knowledge on which to make decisions must be available. To 
implement the policy requires elements such as interventions in basic pain therapy or skin 
perforation that demands a different pain therapy from that of basic pain therapy (Beck and Kettler 
2001, Kern 2001). Neurogenous pain and the psychosocial factors that influence daily living must 
also be considered (Beck and Kettler 2001).
Without such knowledge, a long-term strategy cannot exist (McCaffery et al. 1990). The policy 
“United against the pain” incorporates the basic pain therapy of the WHO (WHO 1996). It also 
recommends taking into account the psychosocial influencing factors. In the majority of cases 
these factors are not considered and only basic WHO pain therapy is carried out (Meldrum 2005). 
The therapy of skin perforation is not considered in the policy.
2.2.1.1.1. Drivers
The driver of this policy is the WHO. It is assumed that the situation of patients with pain in rural 
villages of Africa, Asia and Latin America is worse than in medically advanced countries such as 
the United Kingdom or the United States of America (Swerdlow 1982; Meldrum 2005). The 
developing countries are also a policy driver for piloting and evaluating a simple system to treat 
pain that could be transferred to the developing world, if successful. The first edition of the WHO 
policy was published in 1986 with the intention of proposing a method for relief of cancer pain, 
based on a small number of relatively inexpensive drugs, including morphine (WHO 1996).
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Although it is proven that morphine is a cost-effective pain medication for the treatment of 
moderate to severe pain when the underlying cause is cancer, opioid analgesics are not sufficiently 
available, particularly in developing countries with limited resource settings, owing to ignorance of 
their medical use, restrictive regulations and pricing issues (Meldrum 2005, WHO 2004).
2.2.1.1.1. a) Driver in Switzerland
In Switzerland the driver of this policy is the SCL. The long-term strategy of pain relief can be 
achieved if all health institutes participate. This unfortunately is not the case because participation 
is optional, as there is no federal law, and health care policies are left to every canton.
Based on a quality strategy, the state hospitals of southern Switzerland all intended to implement 
this project. With the implementation of this policy, the intended outcome should be achieved 
through the education of medical and paramedical staff (Matteliano 2003). Moreover no long-term 
strategy was followed because the pharmaceutical industry provided only a certain amount of 
funding which did not suffice to plan long-term strategies (Swiss Pain Foundation 2007, verbal 
communication). A short term strategy is insufficient for the implementation of such an important 
policy. This is the case because regular further education is needed to keep health care staff up to 
date and because of the turnover of health care personnel (Sainio et al. 2001, Bernard! et al. 
2007). Furthermore, the timeframe to implement a policy successfully is not one year as was 
proposed by the policy makers, as it takes many years until a policy is used as routine in daily 
practice.
2.2.1.2. Scenario planning
A forward looking approach is also demonstrated by feasibility or scenario planning. The ideas of 
business, government and science are brought together to consider what might happen in the 
future and what is needed in the present to secure long-term advantage and better quality of life 
(Strategic Policy Making Team Office 1999). The scenario planning of the health institutions that
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participate in the policy is that of working to follow the concept of continuous improvement of 
quality during a year through fulfilling ten specific quality criteria defined by the SCL (see appendix 
I). But the quality criteria defined by the SCL do not incorporate important arguments proposed in 
the algorithm such as an in-depth medical history of the patient which includes examination of 
physical status, previous medication, analysis of the psychosocial background, possible further 
examinations and further clarification as well as establishment of a diagnosis. As a result, only the 
basic pain treatment of the WHO is followed. The basic pain treatment of the WHO (WHO 1996) is 
simple to use in daily practice (Felleiter et al. 2005, Klaschik and Clemens 2005). Under the policy 
analysis tool, a secure long-term advantage and better quality of life can be achieved even with the 
basic pain treatment of the WHO (WHO 1996). But this is insufficient for good care (ONS 2006, 
online). If the above-mentioned arguments are neglected, the patient is not assessed in a complete 
manner (Dawson et al. 2005, ONS 2005, online).
2.2.1.3. Statistical trends
Forward looking policy is also based on statistical trends and informed predictions of social, 
political, economic and cultural trends to foresee the probable effect of the impact of the policy over 
the next five years (Strategic Policy Making Team Office 1999). As regards the policy “United 
against pain”, the WHO estimates an increase of nearly 50% in new cancer cases from 2002 to 
2020 (WHO 2005). The reason for this is the increasing proportion of elderly people in the world 
(WHO 2005). The increase will be even greater if current smoking levels and the adoption of 
unhealthy lifestyles persist (WHO 2005). The increase will probably be more pronounced in the 
southern part of Switzerland as many elderly people settle in this region after retirement because 
of the milder climate. The population of persons aged over 65 years in the southern part of 
Switzerland increased from 2854 persons in 1996 to 3863 persons in 2005 (Bundesamt fur 
Statistik 2007, online). The number of patients with a cancer rose in the same time period from 
1785 cases to 2192 (Schweizerisches Krebsregister 2007, online). Another aspect that could 
influence the statistical trend of the policy is the ratio of health care staff to the number of patients
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to be treated. If the number of health care staff is cut due to economic factors or the staff receive 
insufficient education, the policy may not be applied effectively (Aiken et al. 2002).
2.2.2. Outward looking
The core value “Outward Looking” is based on the need for policymakers to have broad horizons. 
This core value includes consideration of how the policy will be communicated. The policymaking 
process also takes note of the national, European and international situation. It draws on 
experience in other countries (Strategic Policy Making Team Office 1999).
As with the previous one, this core value is divided in sub-categories. These are: communication, 
devolution and regional issues, EU framework and international comparisons (Strategic Policy 
Making Team Office 1999).
2.2.2. f. Communication
Communication of the policy is an example of how the policy provides guidance on the use of 
publicity to disseminate and explain new policies (Strategic Policy Making Team Office 1999). 
Communication of the policy “United against the pain” did not occur systematically. It was 
communicated firstly within the network of employees of the SCL comprised of nurses and 
physicians who work as health care providers. The policy was also promoted by the members of 
the strategic group. These are nurses and physicians of various Swiss hospitals. Congresses, 
conferences, internet presence and professional journals such as Swiss medical and nursing 
journals were used to communicate the policy.
How the policy was communicated has advantages as well as disadvantages. Word-of-mouth 
recommendation is very popular in Switzerland (Swiss Cancer League 2007, verbal 
communication). This is because Switzerland is a small country and those involved in the subject 
know each other and recommend the application of a particular policy (Swiss Cancer League 
2007, verbal communication). In this way the existence of the policy is disseminated quickly. In
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addition, the health care staff who treat cancer patients are also reached quickly by the policy. The 
people who receive information about the policy are often key persons in a hospital and have 
influence over the application of a policy as stated above. The disadvantages are that affected 
health care staff and even hospital administrators, especially the financial department, need 
convincing before hospitals participate in a new policy. From the health care staff side there may 
be resistance to a change of working habits (Hannes et al. 2007; Reineck 2007).The reason for 
this may be found in the fact that the health care system is subject to change such as 
rationalisation of health care staff (De Geest et al. 2007). Such changes imply staff have to work 
harder in the same amount of time and they are therefore not open to other changes like the 
introduction of new policies (De Geest et al. 2007). Due to such work overload, nurses cannot 
participate in further education and so lack knowledge. Nurses may therefore have difficulties 
assessing the patient as a whole and may not be able to communicate their observations correctly 
to the responsible physician so that the latter can prescribe the appropriate therapy (Swiss Cancer 
League 2007, verbal communication). From the administration side, there is the preoccupation that 
a new policy may involve new expense for the hospital (Schubert et al. 2007). The fear is that a 
new policy may require the use of more and more expensive drugs, new medical appliances and 
more jobs (Swiss Cancer League 2007, verbal communication). Moreover, the communication 
does not reach all health care staff. For example, general practitioners or independent nurses may 
not receive the information as not all health care staff are united in one association like the FMH or 
the SBK-ASI. This is because membership of these associations is optional.
If policymakers want the policy “United against the pain” to be implemented in most hospitals, they 
have also to be aware of the myth that has been created around pain (Matteliano 2003). They 
especially have to take into account devolution and regional issues, because every region has its 
own culture. The policy has therefore to be applied with a consideration of the local context. This 
has a connection with the nurses’ work impacted on their care, as Manias (2003) stated in her work 
that not only the cultural background but also the linguistic issue influence the experience of pain in 
patients of different backgrounds (Manias 2003). In the southern part of Switzerland, the Italian
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influence, and in particular the dominant religion, moulds the policy. The policymakers have to be 
aware of these two aspects. Patients and health care staff have different emphases concerning 
pain. The myth about pain, in relation to religion, has to be explained to patients and health care 
staff. It is also important to note that nurses are not only imbued in the culture of the practice of the 
health care institution in which they take care of patients, they also have a close understanding of 
their own cultural identity and that of those around them (Goopy 2005). If the cultural aspect is not 
considered, it will be difficult for the policy to be implemented and so even fewer hospitals will 
adhere to the policy (Ente Ospedaliero Cantonale 2007, verbal communication).
2.2 2.2. EU framework
The European Union (EU) established a community action plan against cancer that was adopted 
for the period of 1996 to 2002. The aim of this plan was to develop knowledge about the causes for 
cancer and possible means of preventing it (EU 2001, online). Factors like cancer training for 
health care workers, education and public information are included. The SCL did not collaborate 
with the EU (Swiss Cancer League 2007, verbal communication) because Switzerland is not part 
of the EU and particularly because everything that might be adopted from the EU is examined 
critically (Swiss Cancer League 2007, verbal communication). Had the Swiss Cancer League 
collaborated with the EU, the policy would have had greater credibility and possibly power. 
Moreover, the EU could be an important driver.
2.2.2.3. International context
The international context in which the policy from the WHO was developed was the premise that 
pain management in rural villages in Africa, Asia and Latin America is worse than in Western 
countries (Meldrum 2005). Thereby the WHO ladder and clock system of pain management control 
is considered (WHO 1996).
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2.2.3.Innovative and Creative
The following core value “Innovative and Creative” captures the fact that the policymaking process 
has to be flexible and innovative. New and creative ideas are enhanced and established ways are 
made to work better (Strategic Policy Making Team Office 1999). Policymakers should be open to 
the comments and suggestions of others. Risks should be identified and actively managed. Pilots 
and trails should be used to encourage experimentation and diversity (Strategic Policy Making 
Team Office 1999). This core value is divided into the sub-groups diversity, flexible employment, 
innovation and risk management (Strategic Policy Making Team Office 1999).
2.2.3.1. Diversity
An approach that is innovative, flexible and creative has the aim of bringing new people from 
outside into the policy team. This contributes to Diversity. In the context of the policy “United 
against the pain” the project group was finitely specified and no new people from outside could join 
the team. This may be because the project had limited time. The project ended in 2005 because of 
a lack of money (Swiss Cancer League 2007, verbal communication). As regards the members of 
the project group, they were drivers in their own hospitals as the ongoing educational support for 
health care staff but they did not have an influence on policies (Swiss Cancer League 2007, verbal 
communication).
2.2.3. Flexible employment
Flexible employment does not have an impact on the policy because the policy “United against the 
pain” is a limited time project. Flexible employment might be considered in health care institutions 
for health care staff. It is important to remember that implementation of the policy takes longer if 
the users only work part-time (Chertoff et al. 2001). This is because all the relevant further 
education has to be coordinated with the working schedule of each part-time worker (Chertoff et al. 
2001; Ente Ospedaliero Cantonale 2007, verbal communication).
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2.2.3. Innovation
Innovation uses alternative approaches that are flexible, creative and innovative compared to the 
usual ways of working. It also tries to create management structures that promote new ideas and 
effective team working (Strategic Policy Making Team Office 1999). In the policy “United against 
the pain” the policymakers wanted to bring in new ideas. They adopted a good approach, as they 
wanted to take into consideration a holistic treatment of pain (Swiss Cancer League 2004). It was 
comprehensive, providing algorithms and also including the psychosocial factor. But in the end that 
factor was left out because it was not included in the ten quality criteria that were used as a 
guideline. This means that the patient’s pain is not assessed as a whole. Patients with cancer often 
experience pain from two or more sources (Devine 2003). To achieve the optimal intervention, it is 
therefore important that all characteristics that can lead back to the origin of the pain are present 
(Devine 2003). In defining the ten quality criteria, the SCL should have taken in consideration all 
pain characteristics.
2.2.3.4. Risk Management
Risk Management involves an innovative, creative and flexible approach that is consciously 
assessing and managing the risk (Strategic Policy Making Team Office 1999). Among other things 
in this chapter, resistors to the implementation of the policy are discussed.
Risks have to be reviewed through a periodic review of the ten quality criteria defined at the outset 
that are listed in appendix I. The resistors that may cause policy implementation to fail include the 
following. The policy may not be accepted by health care staff and patients because it makes great 
demands on these two groups. From the health care staffs perspective, implementation of a new 
policy often means a change of working patterns. Moreover, there is strong resistance to and low 
interest in adopting new evidence-based treatments (Hannes et al. 2007). This is partly because, 
where nurses are motivated to change working patterns, they fear negative comments from others 
(Hannes et al. 2007). Changing working patterns is initially very time-consuming. In the majority of
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cases lack of time is the major obstacle (Hannes et al. 2007). Changing working patterns is tiring. 
The fatigue of the change results often of relentless change where nurses lose trust (Reineck 
2007). This indicates that health care staff have to deal with much innovation. And so a new policy 
that is too demanding may not be accepted. It is noted in the literature that a change in behaviour 
may produce a change in attitude (Layman Young et al. 2006). Indeed, if clinical mentors change a 
carer’s behaviour towards pain management, changed attitudes towards patients in pain will 
eventually follow (Lord 2004; Layman Young et al. 2006).
From the patients’ perspective a major barrier to effective pain management is the patient’s lack of 
knowledge of the principles of pain management (Kim et al. 2004). Patients often have a 
misconception about tolerance of drugs, psychological addiction and physical dependence (Jones 
et al. 1984; Kim et al. 2004). This may (among other things) derive from their cultural background 
(Matteliano 2003). As regards the policy “United against the pain”, patients receive an instruction 
booklet that may be difficult to understand and so their cooperation is compromised. Due to cultural 
influences, some patients may not want to cooperate (Manias 2003). This could be attributable to 
their religion, their level of literacy or perhaps a language barrier (Manias 2003). In respect of both 
categories of resistor, it is important to realise that, if a hospital wants to implement a policy but 
neglects to address barriers, efforts to implement the policy through education will not succeed 
(Idell et al. 2007). In Switzerland, because of the legal situation, it is not predictable which health 
care institutes or general practitioners will implement the policy.
2.2.4. Joined up
The core value “Joined up” looks beyond institutional boundaries. So the process takes a holistic 
view. Thereby the strategic objectives, and aims of the government to establish the ethical, moral 
and legal base for the policy is demonstrated (Strategic Policy Making Team Office, 1999).
243
Regarding the ethical and moral bases of the policy “United against the pain”, the main goal is that 
all patients who suffer pain should receive treatment that is adapted to their situation. The policy 
offers different tools for how pain may be assessed, treated and even documented. Several 
educational books and further education are offered to health care staff and patients to provide 
information in relation to pain and painkillers.
The SCL is available to answer questions and provide further information (Swiss Cancer League 
2004). This may be regarded as an advantage as everyone dealing with the policy has a contact 
point. This availability of the SCL may be useful as it is an independent organisation (Swiss Cancer 
League 2004). This factor may help in implementing the policy.
The legal base of the policy covers the prescription of pain medication (Swiss Cancer League 
2004). In Switzerland, prescription of pain medication is reserved to physicians (Kocher and Oggier 
2004:15). Nurses may make referrals to doctors but cannot yet prescribe any formulary. In the 
author’s experience, many physicians prescribe what nurses recommend. It is therefore important 
that nurses are well trained and know the policy thoroughly. Knowing the policy does not ensure 
that the policy will be applied correctly. The nurse’s behaviour does not allow anyone to decide 
whether the nurse knows the policy thoroughly or not. That behaviour may also act as resistors 
that may profoundly colour nurses’ attitudes to the management of pain and the administering of 
high doses of opiates to reduce cancer pain. Barriers to effective pain management must be 
eliminated (ONS 2005, online). It is important that nurses acquire their knowledge of this subject 
through further education. Learning can be only effective, as Idell et al. (2007) described in their 
work, when the policy is applied to an actual case study with which health care staff are familiar. 
Principles of adult learning suggest that interactive and reality-based clinical scenarios enhance 
knowledge and the application of that knowledge (Idell et al. 2007). Inadequate knowledge or 
disregard of the WHO guidelines (WHO 1996) are common and result in unnecessary and 
prolonged suffering for patients in pain (Felleiter et al. 2005).
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2.2.5. Inclusive
The core value “Inclusive” means that policymakers consider the impact that the policy itself has on 
the people directly or indirectly affected by the policy. Key stakeholders should be directly involved 
(Strategic Policy Making Team Office 1999).
The patients and health care staff of participating health care settings are directly involved. 
Moreover, the health care system of each canton is indirectly affected by the policy. The key 
stakeholder for the policy “United against the pain” is the SCL. As this organisation has no political 
influence, the government should actually be the key stakeholder of the policy to guarantee its 
implementation and supervision. In this case, the policy would have a chance of achieving 
continuity. Further the SCL should encourage their cantonal sub-groups to get in touch with the 
Health Department of each canton. In this way the Cancer League might achieve political 
influence. In Germany, for example, the government respects the equivalent Cancer League and 
their policies are driven by them rather than by the government (German Cancer League 2007, 
online).
2.2.6. Evidence based
The core value “Evidence based” means that the advice and decisions of policymakers are based 
on the available evidence. This requires that all key stakeholders are involved during policy 
formulation at an early stage and throughout policy development (Strategic Policy Making Team 
Office 1999). The policy “United against the pain” was developed in an interdisciplinary project 
group, which is a positive approach because different perspectives are considered and the various 
inputs of different professional categories are assimilated. All the members of the interdisciplinary 
project group were involved from the beginning. The policymakers based their project on existing 
policies such as that of the WHO (WHO 1996). The literature that was consulted was mainly 
published in the 1900's and 1990’s (Swiss Cancer League 2004). The author has some concern 
that this runs the risk of the policymakers not considering all actual evidence based findings.
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2.2.7. Evaluated
The policy has to be evaluated systematically and analytically. Evaluation should study the actual 
effects of the policy and judge its success (Strategic Policy Making Team Office 1999). In addition, 
it should improve decision making, help resource allocation, enhance accountability and bring 
about organisational learning (Strategic Policy Making Team Office 1999).
The purpose of evaluation has to be clearly defined with success criteria set out. The evaluation of 
the policy “United against the pain” identified the criteria against which the success of the policy 
could be measured. These criteria were of use to the policymakers and to those health care 
institutions that implemented the policy (Swiss Cancer League 2004). If these ten quality criteria 
are met, the health institution is certified by the SCL (Swiss Cancer League 2004). With the award 
of certification, the hospital receives a label indicating they have successfully participated in this 
project (Swiss Cancer League 2004). This is a prestigious award for the hospital. It may influence a 
patient’s decision making about which hospital to seek treatment in (Ente Ospedaliero Cantonale 
2007, verbal communication).
These ten quality criteria do not consider the psychosocial aspect and the different types of tumour 
pain. Patients with cancer often suffer from pain related to more than one cause (Devine 2003). 
That is why it is important to assess the psychosocial aspect. To improve decision making during 
implementation, the SCL was available to answer questions and to help and offered possible 
solutions to problems. Resource allocation was limited by the number of health care staff available. 
The accountability of health care staff cannot be enhanced simply by introducing a policy. A 
change in the law would be necessary to achieve this, allowing nurses to have more responsibility, 
for example, in prescribing pain medication. Initially, organisational learning was evident (Swiss 
Cancer League 2004). The problem is that the project does not exist anymore and so knowledge is 
lost if no further education of the health care staff is available. Continuous on-site education of staff 
promotes a positive attitude and confidence in care innovations (Layman Young et al. 2006).
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2.2.8. Review
The next core value is the review of the policy. This means that an existing or established policy is 
constantly reviewed to ensure that the policy is really dealing with problems it was designed for 
and takes account of associated effects elsewhere (Strategic Policy Making Team Office 1999). 
The SCL has used existing tools such as the three-step analgesic ladder and other valid tools from 
the WHO such as the clock model (Meldrum 2005). These tools have been proven to be valid and 
reliable.
If used correctly, the ten quality criteria defined to evaluate the policy can act as a guard rail on the 
one hand for the policymakers and on the other for the policy users (Swiss Cancer League 2004). 
This is advantageous because the SCL can revert to reliable tools that are in use internationally 
(WHO 1996).
2.2.9. Learns lessons
The last core value, "Learns lessons”, refers to learning from experience of what works and what 
does not work. This includes information about lessons learned and good practice disseminated 
and what was done by policymakers, such as clear differentiation between failure of the policy to 
impact on the problem that it was intended to resolve and operational or managerial failures of 
policy implementation (Strategic Policy Making Team Office 1999).
During policy implementation in Switzerland, the quality and success of the project was evaluated 
periodically through the ten quality criteria (see appendix I). The assessment of these quality 
criteria was evaluated by the SCL (Swiss Cancer League 2004). As soon as one of the criteria was 
found not to be fulfilled, an improvement action plan was developed by the health care institution 
and the SCL. The health care institute then implemented the improvement action plan. After that 
implementation a further evaluation was undertaken (Swiss Cancer League 2007, verbal 
communication). Through this process of evaluation and development of an improvement action 
plan, health care institutions receive an external point of view on how to solve the problem.
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How the policy was implemented will be discussed in the following chapter.
3. Implementation of the policy
This chapter deals with the implementation of the policy. Various aspects such as user friendliness, 
implementation strategy, the timeframe used and how the project was evaluated/audited will be 
discussed critically.
3.1. User friendliness
The user friendliness of the policy is demonstrated by the publication of a booklet in the three main 
languages of Switzerland. In addition, the SCL provided training material (Swiss Cancer League 
2004). The whole policy is described in a simple algorithm with an explanation of all steps. The 
author noted that in the field of practice a substantial part of this algorithm was forgotten about. 
The only tools used are the VAS -  Scale and the WHO model. The VAS -  Scale is an easily 
administrated assessment tool (Amico et al. 2006). The WHO model is also a simple tool that can 
be disseminated rapidly and cheaply (Meldrum 2005). Only by using both tools will the complex 
needs of patients with pain be successfully treated. Moreover, the psychological elements such as 
embodiment should be followed. The optimal intervention varies with the type of pain and multiple 
levels of pain intensity have to be assessed if multiple pains are present (Devine 2003).
Even though the subject of pain is a very complex phenomenon, this algorithm should be illustrated 
in an easier way. An algorithm should allow for easy visualization and comprehension on the part 
of users (Straub et al. 1997).
3.2. Implementation strategy
The SCL advised the author they had neither a strategy for implementing the policy nor a manual 
for implementation, with which every hospital could evaluate its particular context. Any hospital
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may choose the strategy it wants to use. The policy has been only implemented in those health 
institutes that participated. In Southern Switzerland, the decision to participate was taken by the 
quality department. The reason why all state hospitals participated is that there was a desire to 
treat the patients in a better way and to be certified (Ente Ospedaliero Cantonale 2007, verbal 
communication). The SCL made training material available so the institutions could plan staff 
education. Each participating hospital was free to choose the kind of timeframe it wanted in which 
to implement the policy. The SCL guaranteed supervision of the project. The final evaluation was 
carried out by the SCL in which achievement in the ten criteria was evaluated. The project 
concluded with a certificate.
3.3. Timeframe
Deciding the timeframe for implementation was left to the individual participating institution, 
ensuring flexibility and independence. As there was no timeframe for the project itself, this may be 
seen as a positive driver.
3.4. Evaluation/audit of the project
Implementation of the policy in the southern part of Switzerland was subdivided in four stages. The 
general population was informed about the project via local newspapers. A project to implement 
the policy was conducted by the quality assurance service of all government hospitals. The four 
stages were as follows. To begin with, an evaluation of the current situation was undertaken prior 
to implementation to provide a base line measurement. This was effected by an audit. The base 
line generates results under the ten quality criteria. Patients’ charts were inspected to see if the 
analgesia prescribed corresponded to the WHO criteria. In addition, health care staff and eleven 
patients chosen at random were interviewed. Having gathered these results, an expert group 
comprising palliative care nurses and physicians from all the government hospitals was consulted. 
There was a bias in the sample selection as only health care staff working in a palliative care ward 
and the quality department participated (Ente Ospedaliero Cantonale 2007, verbal 
communication). As mentioned above this team developed an education plan for health care staff.
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The trainers for these modules were palliative care nurses and physicians. Their knowledge was 
based on their daily practice as palliative care health staff and their prior training by the SCL.
After three months, a second evaluation took place. Based on the results of this, the education 
program was adapted and health care staff had further education based on their needs (Swiss 
Cancer League 2004). After six months, a third evaluation using the same criteria and method took 
place. A progress report was now published (Ente Ospedaliero Cantonale 2007, verbal 
communication). The report identified that 75% of interviewed patients were very satisfied with their 
pain management. However, a significant proportion of patients still had no knowledge of the 
project and the VAS -  Scale as an assessment tool was not known. There were some 
inconsistencies between the data provided by nurses, physicians and patients on the prescribing 
and administration of pain medication because of an insufficient exchange of information between 
nurses and physicians. This was due to insufficient documentation. It was suggested that, to 
improve awareness levels, recording of all information on the patient chart was imperative and the 
inter-professional team should regularly discuss the treatment of the patient’s pain on the ward 
round (Duggleby and Alden 1998).
After twelve months a fourth evaluation in the terms of an external audit of accreditation was 
undertaken. This audit was carried out by the Swiss Cancer League. If all ten criteria were fulfilled 
a hospital received accreditation. After this accreditation the project was complete on the part of 
the Swiss Cancer League. Each hospital was then free to act independently, with no external 
controls. Some hospitals in the southern part of Switzerland do nothing in this area while some 
offer further education once or twice a year (Ente Ospedaliero Cantonale 2007, verbal 
communication).
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4. Evaluation of the tool
With the policy analysis tool, the Strategic Policy Making Team Cabinet Office (Strategic Policy 
Making Team Office 1999) expects changes from the policymaking so that policies are strategic, 
focused on outcome, more coordinated through partnership as well as robust, flexible and 
innovative. Their aim was to make public services more user-friendly and to improve the quality 
and efficiency of services and the effectiveness of other Government policy interventions. The 
policy analysis tool achieves all these goals. It can be applied not only for a government policy but 
also for a non government policy like the SCL policy. This is because all nine core values are 
defined in a broad framework. Hence it can be used for all policies. An important issue is that the 
policy analysis tool should include all significant factors that may influence the policy in either a 
positive or negative way.
The core values “evaluates”, “reviews” and “learns lessons” may be combined as one value 
because they address similar aspects. This is obvious when applying the policy to practice. Those 
three core values can also provide a corporate memory so that lessons are learnt from the 
previous exercise when other new policies are implemented (Strategic Policy Making Team Office 
1999).
5. Conclusions
The present system, in which the regulation of public health care occurs at the level of each 
canton, is unique to Switzerland (Kocher and Oggier 2004:105). This system influences the 
conditions for the potential success of the implementation of any new policy. Despite the small size 
of the country and its population, the Swiss health care system is composed of twenty-six 
extensively autonomous cantonal health care systems (Kocher and Oggier 2004:104). The 
fragmentation of competency in the area of policies, such as the policy “United against the pain”, 
could be reduced by an overall law providing guidelines for public health. In such a law, national 
health objectives have to be formulated, financial competency has to be regulated and the various
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roles have to be allocated to matching cabinet levels. On the model of existing regulations, such as 
the law on health insurance, a possible prevention law or national policies like the policy “United 
against the pain” could be integrated (Kocher and Oggier 2004:109).
The policy has not the desired effect that was expected by the WHO and the Swiss Cancer League 
(Swiss Cancer League 2004, WHO 1996). It was intended that 90% of tumour pain would be 
relieved or resolved completely (WHO 1996). This discrepancy is due to the fact that the policy 
was not implemented in all Swiss health care settings. In addition the project was time limited. 
Because of this, knowledge of the project may disappear.
6. Recommendations
The chapter on recommendations is divided in two sub-chapters. Recommendations will be made 
first for the Swiss Federal Office of Public Health Services (FOPHS) and then for practice.
6.1. Recommendations for the Swiss Federal Office of Public Health Services
The Federal Office of Public Health Services should use the power of the Federation to ensure a 
law is enacted that allows the FOPHS to develop guidelines like the NICE guidelines in the UK 
(NICE 2007, online). The WHO goal of eliminating 90% of tumour pain could then be achieved in 
Switzerland. Without new legislation the goal will not be achieved. With such a federal guideline, all 
hospitals, nursing homes, community nurses and physicians could be targeted and required to 
implement any new policy in their practice. The new policy should be then monitored and 
evaluated periodically.
6.2. Recommendations for practice
Because of the turnover of nursing staff and the importance of this issue, the policy should include 
regular professional training (Sainio et al. 2001; Dowell 2002). The complexity of tumour pain
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requires patients to be assessed in a holistic way to ensure that not just basic pain therapy, but 
also pain management that addresses neurogenous pain and skin perforating pain, is considered. 
In every hospital, there should be an interdisciplinary project group that periodically evaluates the 
implementation of the policy.
In a clinical setting, further learning is effective when policies are applied to an actual case study in 
which health care staff are familiar with the setting (Idell et al. 2007).
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Appendix
Appendix 1
Ten quality criteria defined by the Swiss Cancer League
1 An environment exists in which the pain therapy can be applied 24 hours a day
2 Health care staff has specific knowledge about the assessment and treatment of chronic 
pain. New collaborators receive instruction about the pain therapy and new physicians 
receive a pain therapy scheme.
3 Institutional management of the quality of pain treatment is in place.
4 The institution applies the principle of interdisciplinary collaboration. An interdisciplinary 
group regularly discusses daily problems of pain.
5 The pain therapy is applied according to WHO directives.
6 The evaluation of pain is undertaken regularly and systematically. The pain is precisely 
quantified.
7 The use of analgesics is documented and analysed.
8 The attenuation of pain has absolute priority.
No patient suffers unnecessarily.
The pain therapy is applied rapidly and efficiently.
The pain therapy achieves a quantifiable pain reduction.
9 Patients are informed comprehensively and systematically about the possibilities of 
addressing their pain. In addition, relatives and visitors are kept informed.
10 Patients confirm their satisfaction with the pain therapy.
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Algorithm (French)
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Rationale and Background
* The care of patients with a fungating malignant wound 
presents a big challenge
* Literature:
-  very few studies
-  mainly from the UK, North America and Australia in this subject
* Nothing is done on the mainland of Europe.
* A survey was undertaken in Switzerland to get àn 
overview and to explore the difficulties nurses are having 
when caring patients with a fungating malignant wound.
The care of patients with a malignant fungating wound represents a big challenge unless for their 
families or the health care professionals. According to the World Health Organisation 
(WHO) nine million new cancer cases will manifested worldwide every year. In Switzerland the 
number of new cancer cases in the next 20 years will be stable. One 
complication could be a malignant fungating wound.
The prevalence of malignant fungating wounds is not fully known. It is estimated that around five to 
ten percent of patients with a primary tumour or with metastatic cancer will develop such a wound. 
The management of malignant fungating wounds gives often reason to discussions in health care 
institutions. The care of patients with a malignant fungating wound presents big challenges to 
therapy strategies and is more complicated than the care of other chronic wounds. The care of 
these wounds occurs often in palliative situations.
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To get an idea of the situation on the mainland of Europe, precisely in Switzerland an investigation 
was conducted in all three different parts (German, French and Italian) of the country. The aim of 
the survey was to explore the difficulties nurses are having in caring patients with a malignant 
fungating wound.
267
Slide 3:
Process
* Method
-  Survey
-  Questionnaire
* Evidence based questionnaire
* Translation in all 3 languages
• Content of the questionnaire
-  Data collection
• 850 questionnaires including information of the aim of the 
study and informed consent
" sent to oncology, palliative and wound care nurses
-  Data analysis
- SPSS 15
A survey of all three different regions of Switzerland (German, French and Italian) was conducted. 
The method of a survey was chosen because it is a simple form to collect many data in a short 
time period. Further it is anonymous, cost-effective and easy to complete.
Questionnaire:
A evidence based questionnaire was created to explore the difficulties nurses have to care for 
patients with a malignant fungating wound. This questionnaire was translated in the respective 
language of the region. It was sent to oncology and wound care nurses. The addresses were 
recruited via the Swiss Oncology Nursing Association, the French Section of the Swiss Association 
for Wound care and local public and private hospitals. The questionnaires contained general 
information about the nurses’ education and the institution they work. Further there were questions 
that contain information about patients with a malignant fungating wound as well as the difficulties 
of their care.
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Data collection:
Eight hundred and fifty questionnaires including an information of the aim of the research were 
mailed to nurses in the respective language in the German, French and Italian part of Switzerland. 
The completed questionnaires were mailed back to the researcher. No identifying features were 
attached to the questionnaires. The return of the questionnaire was at the same time a consent to 
participation of the study.
Data analysis:
The numerical data was operated with the statistic program SPSS 15. Frequencies and 
percentages of responses were calculated and tabulated. The responses were cross-tabulated to 
investigate any relationship of the three regions of Switzerland.
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Response rate: 35% 
Findings (1):
-  80.7% worked in a hospital
-  Formation: 57.7% had a higher nursing education
-  Further education: 24%, (25% in the German part, 
50% in the French part and 16% in the Italian part)
-  Prevalence rate: 6.6%
-  Age group of patients: between 50 and 70 years
-  Gender: 68% female, 32% male
-  Most frequent area of wounds: breast (49.3%)
Out of the 850 questionnaires 263 (35%) were returned. This response rate is acceptable for a 
postal questionnaire.
80.7% worked in a hospital.
57.7% of the respondents reported to have a higher nursing education. This is a high percentage 
as in Switzerland 7% of all nurses have completed a higher nursing education.
Further the results show that 75% of all respondents do not have completed any further education 
concerning malignant fungating wounds. Further education in the parts (25% in the German part, 
50% in the French part and 16% in the Italian part)
This could be due to the rare offer of a further education on this subject or due to the small number 
of this patient group.
The prevalence rate of malignant fungating wounds reported by the nurses is 6.6%. There are 
differences in the prevalence rate in the three different investigated areas (German part:5.6%,
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French part 18.6%, Italian part:8.6% ). There is no exact explanation for this difference. This can 
be due to the different response rate of each area.
The age group of patients that develop a malignant fungating wound ranges between 50 and 70 
years. This age group is significant lower than reported in the literature where most patients aged 
over 70 developed a malignant fungating wound.
Data presented by Thomas concerning the location of malignant fungating wounds showed that the 
most frequent area was the breast (62%), followed by the head and face (24%), the genitals, the 
groin and the back (3%) and other areas (8%). In the present study the breast with 49.3% was also 
the most frequent location. This location was reported as the most frequent as breast cancer is the 
most common type of cancer among women worldwide (Bray et al., 2004). The other locations 
differ to Thomas’ study. The appearance of the wounds was mostly ulcerating (59.1%) followed by 
fungating (30.7%) and crater (23.3%) shape and others.
Regarding the gender of the patients who developed a malignant fungating wound 68% of the 
patients were females and 32 % were males. This is about the same proportion reported by other 
authors. This gender difference can also be deduced by the location.
Used dressings
It can be stated that the principle of moist wound healing is widespread. The findings show that not 
all practitioners know the use or have access to the advanced wound dressings. That shows that 
absorbent dressing are with 40.5% the most used dressing followed by gauzes with 34.5%. On one 
hand absorbent dressings could be used because there was lots of exudate or because other 
dressings were not available. Interestingly nurses of the French part of Switzerland do often use 
advanced wound dressings like foam dressings. The German part uses mostly absorbent 
dressings (44.1%) and the Italian part uses mainly gauze dressings (50%). These differences 
between the regions could be lead back on one side on the different structures of nursing 
education and on the other side on the structures of the health organisations.
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To implement new strategies like the use of advanced dressings or the employment of wound care 
nurses to support the other health care staff, some assumptions in health care institutions have to 
be given. For example the culture of the workplace has to be changed (Stringer, 2004). The nurses 
for example have to obtain the possibility to acquire skills to care patients with a malignant 
fungating wound. According to Manley the culture of the workplace plays a decisive role for the 
evolution in practice (Manley, 2004). There should be a workplace culture where changes have 
place. On the basis of this the nursing practice can adapt faster to the actual situation (Manley, 
2004).
Difficulties
Malodour followed by pain was the most frequent problems that nurses have had with these 
wounds. Wound pain is a particular problem in wound management. It is often regarded as an 
inevitable aspect of wound care (Thomas, 1989). Many authors address the problematic of pain 
and malodour (Young, 2005, Piggin and Jones, 2007, Langemo et al., 2007, Hack, 2003, Grocott, 
2007, Collier, 2000). Pain can be caused either by the tumour itself or by the dressing change. The 
latter can be attributed to either a lack of knowledge on the part of the nurses or to the fact that the 
products needed are not available or that they are not correctly adapted to the given situation.
Only a few nurses (8.4%) reported that they had difficulties because of the costs of the dressings. 
All these nurses work as community nurses. The reason of reporting costs as a difficulty is that 
these nurses have to draw up an account.
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Slide 5:
Results
* Findings (2)
-  Difficulties
« Malodour, pain and problems with the application 
of the dressings
• Same results in all 3 regions
-  Used dressings
• Absorbent dressings (40,5%) most used dressing 
followed by gauzes (34,5%) followed by the 
advanced dressings
• Differences in the 3 regions
Used dressings
It can be stated that the principle of moist wound healing is widespread. The findings show that not 
all practitioners know the use or have access to the advanced wound dressings. That shows that 
absorbent dressing are with 40.5% the most used dressing followed by gauzes with 34.5%. On one 
hand absorbent dressings could be used because there was lots of exudate or because other 
dressings were not available. Interestingly nurses of the French part of Switzerland do often use 
advanced wound dressings like foam dressings. The German part uses mostly absorbent 
dressings (44.1%) and the Italian part uses mainly gauze dressings (50%). These differences 
between the regions could be lead back on one side on the different structures of nursing 
education and on the other side on the structures of the health organisations.
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To implement new strategies like the use of advanced dressings or the employment of wound care 
nurses to support the other health care staff, some assumptions in health care institutions have to 
be given. For example the culture of the workplace has to be changed (Stringer, 2004). The nurses 
for example have to obtain the possibility to acquire skills to care patients with a malignant 
fungating wound. According to Manley the culture of the workplace plays a decisive role for the 
evolution in practice (Manley, 2004). There should be a workplace culture where changes have 
place. On the basis of this the nursing practice can adapt faster to the actual situation (Manley, 
2004).
Difficulties
Malodour followed by pain was the most frequent problems that nurses have had with these 
wounds. Wound pain is a particular problem in wound management. It is often regarded as an 
inevitable aspect of wound care. Many authors address the problematic of pain and malodour. Pain 
can be caused either by the tumour itself or by the dressing change. The latter can be attributed to 
either a lack of knowledge on the part of the nurses or to the fact that the products needed are not 
available or that they are not correctly adapted to the given situation.
Only a few nurses (8.4%) reported that they had difficulties because of the costs of the dressings. 
All these nurses work as community nurses. The reason of reporting costs as a difficulty is that 
these nurses have to draw up an account.
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Slide 6:
How does the SDP lead into my 
project
• Understand the problems nurses have to 
take care of patients with these wounds.
• It has to be accomplished a culture of the 
workplace that allows the nurses to learn 
about new dressings to enhance the well­
being of the patients.
• Lack of evidence-based research in the 
management of malignant fungating 
wounds.
Selecting an appropriate wound dressing product is a key strategy for reducing pain, malodour and 
tissue trauma. The long list of advanced dressings listed for this study shows the variety and 
complexity of using these dressings.
It has to be accomplished a culture of the workplace that allows the nurses to learn about new 
dressings to enhance the well-being of the patients.
This study shows that it is important that wound care nurses have to work together with oncology 
and palliative care nurses so that they get the necessary support adapted to the patient situation 
and so that they remain updated in the development of new dressings.
Further there is lack of evidence-based research in the management of malignant fungating 
wounds. Strategies need to be explored to help understand the diverse range of wound problems 
unless physical or psychological components.
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The role of leadership in achieving cultural change is almost unquestioned, with successful 
leadership being defined as the ability to bring effective cultural change. This means that effective 
leadership at every level demands understanding of tasks as well as political interests and cultural 
assumptions. To change the nursing practice by, for instance, introducing well-educated wound 
care nurses who could assist oncology and palliative care nurses, the management of each 
hospital has to have a clear vision of the skills required and then they have to live it. This means 
that the levels of organisational culture have to be symbolised.
To maintain a certain body of knowledge, there has to be a culture that allows nurses to learn 
about new dressings to enhance the well-being of their patients. All this change in organisational 
culture has to happen in the light of the culture of the region.
One also has to be aware that changes in culture can sometimes result in conflict between the 
individual and the organisation interests that can involve ethical or legal problems.
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Discussion o f the results o f the survey “M alignant fungating wounds: A  
survey o f nurses’ clinical practice in Sw itzerland”
Introduction
This service development project was conducted to obtain an understanding of the difficulties 
nurses have in taking care of patients with a malignant fungating wound. To explore these 
difficulties the survey was conducted in the three regions of Switzerland (German, French and 
Italian).
The results show that there are different practices within these regions. This is mainly evident from 
the use of the wound dressings. Even though it can be said that the principle of moist wound 
healing is widespread (Collier 1996), the findings show that not all practitioners know how to use or 
have access to advanced wound dressings. Interestingly, problems such as the pain and malodour 
with which nurses have to contend did not differ in the three regions. Wound pain, however, is a 
particular problem in wound management. It is often regarded as an inevitable aspect of wound 
care (Thomas 1989) and its management relates to the culture of the region (Matteliano 2003).
This service evaluation will concentrate on organisational culture.
The culture of Switzerland
According to Hofstede, a national culture distinguishes similar people, institutions and 
organisations of different regions of the country (Hofstede 1984). Culture must not be directly 
connected to individuals. On the other hand, it is hard to establish how many individuals who share 
something in common make up a culture (Hofstede 1984). In Switzerland, it is difficult to speak of a 
homogeneous Swiss culture. This is because of strong regionalism. The regions are mainly 
influenced by German, French and Italian culture and also to a large extent by Anglo-Saxon culture 
(Im Hof 1991). One other influence is religion. For example, large areas of central, eastern and 
southern Switzerland are Roman Catholic. Religion has a big impact on the culture (Im Hof 1991; 
Matteliano 2003).
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Organisational culture
Organisational culture consists of the experiences, attitudes, beliefs and values of an organisation. 
These norms and values are group values in an organisation. Values and beliefs, norms and 
shared meanings are important to many definitions of organisational culture (Kotter and Heskett 
1992; Barnett et al. 2004). According to Hofstede, values are at the deepest level of culture. 
Furthermore, organisational culture should be separated from national culture (Hofstede 1984). 
Values determine what people think should be done, and are inseparably linked with moral and 
ethical codes. Beliefs, on the other hand, determine what people think is or is not true (Hofstede 
1984). Most studies focused on culture, however, deal only with level one (patterns of behaviour) 
and level two (values and beliefs). The third level (assumptions) is rarely investigated (Scott et al. 
2003). This is probably because of the predominance of quantitative studies.
How an organisational culture can be changed
For an organisation wishing to change its culture Manly suggest leadership is the best style of 
management (Manley 2000). Furthermore, Caroll & Edmondson argue that organisational culture 
can only be changed by individual human beings, because they are programmed to learn, unlike 
organisations (Carroll and Edmondson 2002). Most of the learning that goes on and influences the 
culture of an organisation is local (Carroll and Edmondson 2002; Coombes and Cowper 2006). 
Manley confirms that the characteristics of cultures appear to be related to job performance 
(Manley 2000). It is important that leaders show the strengths of the current culture and 
demonstrate that the current organisational culture does not need radical changes, but just a few 
adjustments. Moreover, the organisation has to be modified to support the suggested 
organisational change (Cummings and Worley 2005). Once an organisational culture of a region or 
a hospital has progressed to a level at which they achieve a certain body of knowledge, the 
challenge lies in maintaining it. This maintenance is often the problem because leaders do not 
develop followers: they develop other leaders (Cummings and Worley 2005).
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To change a culture and to achieve better outcomes, Kotter & Heskett suggest one should have a 
clear vision of the new strategy, shared values and behaviours (Kotter and Heskett 1992). This 
vision affords the intention and direction for the change of culture. This new culture has then to be 
managed from the top of the organisation. If they do not 'live' the change, the whole project will fail 
(Kotter and Heskett 1992). The course of action taken by management needs to symbolise the 
values and behaviours that should be embraced by the rest of the healthcare staff (Cummings and 
Worley 2005). This means that the nurses, for example, have to be able to acquire skills to care for 
patients with a malignant fungating wound. According to Manley, the culture of the workplace plays 
a decisive role in the evolution of practice (Manley 2004). There should be a workplace culture 
where changes have a place (Stringer 2004). On this basis, the nursing practice can adapt faster 
to the actual situation (Manley 2004).
How culture can be changed according to the results of the project
The role of leadership in achieving cultural change is almost unquestioned, with successful 
leadership being defined as the ability to bring effective cultural change (Manley 2000). This means 
that effective leadership at every level demands understanding of tasks as well as political interests 
and cultural assumptions (Carroll and Edmondson 2002). To change the nursing practice by, for 
instance, introducing well-educated wound care nurses who could assist oncology and palliative 
care nurses, the management of each hospital has to have a clear vision of the skills required and 
then they have to live it. This means that the levels of organisational culture have to be symbolised.
To maintain a certain body of knowledge, there has to be a culture that allows nurses to learn 
about new dressings to enhance the well-being of their patients. All this change in organisational 
culture has to happen in the light of the culture of the region.
One also has to be aware that changes in culture can sometimes result in conflict between the 
individual and the organisation interests that can involve ethical or legal problems (Cummings and 
Worley 2005).
279
References
Barnett, P., Malcolm, L , Wright, L. and Hendry, C. (2004) Professional leadership and 
organisational change: progress towards developing a quality culture in New Zealand's health 
system. N Z Med J 117, U978.
Carroll, J.S. and Edmondson, A.C. (2002) Leading organisational learning in health care. Qual Saf 
Health Care 11, 51-56.
Collier, M. (1996) The principles of optimum wound management. Nurs Stand 10, 47-52; quiz 53- 
44.
Coombes, R. and Cowper, A. (2006) Organisational development. Follow my leader. Health ServJ 
116, suppl 1-4.
Cummings, T.G. and Worley, C.G. (2005) Organization Development and Change. Mason, Ohio: 
South-Western Educational Publishing.
Hofstede, G. (1984) Culture's consequences : international differences in work-related values. 
London: Sage Publications.
Im Hof, U. (1991) Mythos Schweiz: Identitat - Nation - Geschichte 1291-1991. Zurich: Verlag Neue 
Zürich Zeitung.
280
Kotter, J.P. and Heskett, J.L. (1992) Corporate Culture and Performance. New York: The Free 
Press.
Manley, K. (2000) Organisational culture and consultant nurse outcomes: Part 1. Organisational 
culture. Nurs Stand 14, 34-38.
Manley, K. (2004) Workplace culture: is your workplace effective? How would you know? Nurs Crit 
Care 9, 1 -3.
Matteliano, D. (2003) Holistic nursing management of pain and suffering: a historical view with 
contemporary applications. J N Y State Nurses Assoc 34, 4-8.
Scott, T., Mannion, R., Marshall, M. and Davies, H. (2003) Does organisational culture influence 
health care performance? A review of the evidence. J Health Serv Res Policy B, 105-117.
Stringer, E. (2004) Action research in Education. Upper Saddle River, New Jersey: Pearson 
Education.
Thomas, S. (1989) Pain and wound management. Community Outlook, 11-15.
281
